AD

Award Number: DAMD17-98-1-8597

TITLE: The Effects of Supportive and Nonsupportive Behaviors on
the Quality of Life of Prostate Cancer Patients and Their Spouses

PRINCIPAL INVESTIGATOR: Isaac Lipkus, .Ph.D.

CONTRACTING ORGANIZATION: Duke University Medical Center
Durham, North Carolina 27710

REPORT DATE: February 2002
TYPE OF REPORT: Final

PREPARED FOR: U.S. Army Medical Research and Materiel Command
Fort Detrick, Maryland 21702-5012

DISTRIBUTION STATEMENT: Approved for Public Release;
Distribution Unlimited

The views, opinions and/or findings contained in this report are
those of the author(s) and should not be construed as an official
Department of the Army position, policy or decision unless so
designated by other documentation.

20030220 077




REPORT DOCUMENTATION PAGE OB N s

Public reporting burden for this collection of information is estimated to average 1 hour per response, including the time for reviewing instructions, searching existing data sources, gathering and maintaining
the data needed, and completing and reviewing this collection of information. Send comments regarding this burden estimate or any other aspect of this collection of information, including suggestions for
reducing this burden to Washington Headquarters Services, Directorate for Information Operations and Reports, 1215 Jefferson Davis Highway, Suite 1204, Arlington, VA 22202-4302, and to the Office of
Management and Budget, Paperwork Reduction Project (0704-0188), Washington, DC 20503

1. AGENCY USE ONLY (Leave blank) | 2. REPORT DATE 3. REPORT TYPE AND DATES COVERED
February 2002 Final (1 Aug 98 - 31 Jan 02)
4. TITLE AND SUBTITLE 5. FUNDING NUMBERS

The Effects of Supportive and Nonsupportive Behaviors on the Quality of Life of DAMD17-98-1-8597
Prostate Cancer Patients and Their Spouses :

6. AUTHOR(S)
Isaac Lipkus, Ph.D.

7. PERFORMING ORGANIZATION NAME(S) AND ADDRESS(ES) 8. PERFORMING ORGANIZATION
Duke University Medical Center REPORT NUMBER
Durham, North Carolina 27710

E-Mail: lipku0O01@mc.duke.edu

9. SPONSORING / MONITORING AGENCY NAME(S) AND ADDRESS(ES) 10. SPONSORING / MONITORING
) AGENCY REPORT NUMBER
U.S. Army Medical Research and Materiel Command

Fort Detrick, Maryland 21702-5012

11. SUPPLEMENTARY NOTES

12a. DISTRIBUTION / AVAILABILITY STATEMENT 12b. DISTRIBUTION CODE
Approved for Public Release; Distribution Unlimited

13. ABSTRACT (Maximum 200 Words)

Research on prostate cancer has not, as yet, identified how patients’ and their spouses’ supportive (e.g., giving
advice/emotional support) and non-supportive behaviors (e.g., criticizing/avoiding partner) affect and are affected by their:
1) feelings of iliness uncertainty, 2) psychological well-being, and 3) quality of life (QOL). The major aims of this two a half
year longitudinal questionnaire study are to address the following questions among 150 early stage prostrate cancer
patients and their spouses at time of diagnosis and at one, six and twelve month post-initiation of treatment: 1) does illness
uncertainty and perceptions of control predict patient and spouse supportive and non-supportive behavior, QOL and
psychological well-being/distress? 2) does perceived inadequacy of partner support predict non-supportive behaviors? and
3) to what extent do supportive and non-supportive behaviors mediate the relationship between illness uncertainty and
QOL and illness uncertainty and psychological well-being? We have successfully recruited 186 patients and 166
spouses/partners. One preliminary result suggests that patient perceived disease uncertainty at baseline is highly
negatively correlated, with the exception of role limitations, with all dimensions of quality life at the one-month follow-up.

14. SUBJECT TERMS 15. NUMBER OF PAGES
Prostate Cancer 316

16. PRICE CODE

17. SECURITY CLASSIFICATION | 18. SECURITY CLASSIFICATION | 19. SECURITY CLASSIFICATION 20. LIMITATION OF ABSTRACT
OF REPORT OF THIS PAGE OF ABSTRACT
Unclassified Unclassified Unclassified Unlimited
NSN 7540-01-280-5500 Standard Form 298 (Rev. 2-89)

Prescribed by ANSI Std. Z39-18
298-102




Table of Contents

| Z500) 1A 010 ) 25 S P,

Standard Form (SF) 298 ...onvni i

1) (SR oyl 000105 ¢ 1 - IO

Key Research Accomplishments ..............ooooi

Reportable QULCOMES. .....o.iuiiiiiiiitii e

0003 T 310 ) o ISP

References

Appendices

24

67

67

67

68

75




INTRODUCTION

Research on prostate cancer has not, as yet, identified how patients” and their spouses’ supportive (e.g.,
giving advice/emotional support) and nonsupportive behavior (e.g., criticizing/avoiding partner) affect and are
affected by their: 1) feelings of disease uncertainty, 2) psychological well-being, 3) perceptions of control, and
4) qualify of life (QOL). This two year prospective observational survey study explored these issues among 186
early stage prostate cancer patients and 166 of their spouses. Specifically, early stage prostate cancer patients
and their spouses were asked to complete a questionnaire packet before surgery (radical prostatectomy), and at
one-, six- and twelve-months post-surgery. The questionnaire packet assessed primary perceptions of disease
uncertainty, supportive and unsupportive behaviors, perceptions of control, marital satisfaction, and quality of
life.

BACKGROUND AND SIGNIFICANCE

Quality of life among prostate cancer patients.

Research on QOL among prostrate cancer patients has lagged significantly behind other cancer sites (1).
The extant literature shows that prostate cancer patients who undergo radical prostatectomy or radiation therapy
often report poorer QOL due to problems in sexual functioning (e.g., impotence) and incontinence, and a
sizeable proportion also experience psychological morbidity (e.g., anxiety, depression) and reductions in
social/marital functioning (2-12; for reviews, see 1,13-14).

Unlike other cancer sites, noticeably lacking are studies that examine how prostate cancer patients” QOL
affects and is affected by their spouses/partners. Spouses of cancer patients often report decrements in physical
and psychological well-being. Approximately 20%-30% of spouses suffer from mood-disturbances and
psychological impairment (15-18), and between 25%-50% of spouses of newly diagnosed cancer patients report
sleep and eating disturbances, headaches, nervousness, and inability to concentrate on work (19). Although
these acute symptoms dissipate over time elevated levels, compared to controls, continue to persist as much as
one year after diagnosis (16, 20-21).

Evidence from one study shows that spouses of prostate cancer patients exhibit similar physical and
psychological distress. In a cross-sectional study, spouses of prostate cancer patients (N= 83) reported decreased
sexual enjoyment (49%) and interest (41%), tiredness (56%), worrying (56%), tenseness (35%), sleeping
problems (37%), depression (25%), and more psychological distress than the patients (7). Furthermore, spouses’
psychological distress tended to predict poorer patient QOL, and patients' poorer QOL predicted significant
increases in spousal psychological distress, fatigue/malaise, and overall QOL. These results show that
psychological adjustment and QOL of prostate cancer patients and their spouses is an interdependent process
and points to the need to research this disease as a problem facing the couple (22-27). Indeed, prostate cancer
patients view the disease as a “family affair” (28) and see the spouse as a primary source of instrumental and
emotional support (29); similarly, spouses also perceive the cancer patient as the primary source of emotional
support (19). Thus, marital interactions play an important role in affecting: 1) stress and health among cancer
patients and their spouses, 2) attributions of support, and 3) whether support is ultimately beneficial (30-32).

This proposal explored prospectively how prostate cancer patients’ and spouses’ levels of illness
uncertainty and perceived control affected their social support needs, nonsupportive behaviors, and QOL. The
theoretical framework, grounded in Mishel’s (33-35) work on illness uncertainty and Cutrona’s (36-37) optimal
matching hypothesis of social support, is diagrammed below.




Figure 1: Theoretical Framework
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The model states that patients and spouses experience different levels of illness uncertainty defined here
as the "lack of a cognitive framework to understanding their situations, and an inability to predict outcomes”
(38) -- the term uncertainty will heretofore refer to illness uncertainty. Whether uncertainty is viewed as
threatening or as a challenge is mediated by perceptions of control (i.e., mastery). Uncertainty and more
proximally perceived control predict social support needs. High levels of uncertainty and low perceived control
instigate the need for comfort (i.e., emotion-focused) social support; low levels of uncertainty and high
perceived control instigate action-facilitating (i.e., problem-solving) social support. Support needs that are
matched (i.e., needed support is seen as forthcoming from the partner), rather than mismatched, are predicted to
improve QOL and lessen psychological distress. Mismatches in support and high levels of uncertainty are
predicted to increase the number and type of nonsupportive behaviors (e.g., criticizing/avoiding partner), which
will negatively affect QOL and psychological well-being. The model also predicts that uncertainty and
perceived control have direct and indirect effects -- through supportive and/or nonsupportive behaviors -- on
QOL and psychological distress. Details of the model are now discussed.

The relationships between illness uncertainty, perceived control, and positive social support.

To date, no studies have examined, from the time of prostrate cancer diagnosis, the relationships
between spouses' and patients' levels of uncertainty and perceptions of control, how these two processes affect
the social support needs desired from the spouse, and ultimately QOL and psychological well-being. The
diagnosis, early treatment and management of prostrate cancer may instill in the patient and spouse uncertainty
about how best to cope with the side-effects of treatment (e.g., sexual dysfunctions, incontinence), worries over
disease progression and recurrence, and possible changes in life goals, plans and responsibilities (39-42). If
inadequately managed, uncertainty contributes to decrements in QOL and psychosocial adjustment to illness,
dissatisfaction with family life, and unstable family relationships during cancer treatment (for review, see 43-
45).

According to Mishel's (33) theory of illness uncertainty, whether uncertainty leads to these detrimental
outcomes is partly affected by uncertainty appraisals that result in perceptions of threat or challenge.
Perceptions of threat or challenge are mediated by perceptions of control (i.c., mastery) whereby higher
perceived control predicts challenge appraisals and lower perceived control predicts threat appraisals (46-48).
Uncertainty is viewed as a precursor to, and is negatively correlated with, control (46-48). Individuals who feel
that they can manage uncertainty often resort to problem-focused coping; those who feel they cannot manage
uncertainty resort to emotion-focused coping (48-51). Of import, social support can serve as a problem, as an
emotion-focused coping strategy (52), and has been related to reductions in illness uncertainty (27, 44, 53-56).
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These findings suggest that patients and spouses with high levels of illness uncertainty coupled with
lower perceived control should need comfort support (emotional support) from the partner; those with low
levels of illness uncertainty coupled with high perceived control should need action-facilitating (i.e., problem-
solving) support from the partner. Thus, whether support enhances QOL and psychological well-being depends,
in part, on the perception that the partner is available to provide (i.e., match) these needs. Indeed, while social
support has been related to improved mental health among cancer patients (57-59), it is the perception of
support availability (i.e., perceived support) rather than network size (i.e., structural support) or the receipt of
support (received support) that best predicts adjustment (58, 60-62). Consistent with this view, network support
does not significantly predict QOL in early or late stage prostate cancer patients (63). '

The above reasoning is consistent with the stress-buffering hypothesis that suggests that social support is
most beneficial to individuals during times of stress when there is a match between the needs elicited by the
stressful event and the type of social support perceived to be available (64-65), and with Cutrona's optimal
matching model of support (36-37). According to this model, perceptions of control determine which type of
support is most needed. Events perceived by the person as controllable foster informational (e.g., advice,
additional views on how to handle the problems) and tangible (e.g., provision of goods and services such as
money, transportation, etc.) support needs. Events viewed as uncontrollable elicit the need for three types of
support: emotional (e.g., expression of caring, concern, empathy and sympathy), network (e.g., making the
person feel as part of a group with similar interests and concerns), and esteem (e.g., acknowledging the
individual's worth) -- esteem support also may promote problem-solving coping by enhancing self-efficacy
(c.g., making the person feel competent). Thus, findings from the uncertainty literature blend nicely with the
stress buffering and optimal matching hypotheses to predict the nature of support needed and provided by
couples in the context of prostate cancer.

Relationships between uncertainty, nonsupportive behaviors and QOL and psychological well-being.

This study will be the first to examine prospectively: 1) how prostate cancer patients' and spouses' levels
of illness uncertainty and appraisals of support availability affect nonsupportive behaviors (e.g.,
criticizing/avoiding partner) and 2) whether nonsupportive rather than supportive behaviors are a more powerful
mediator between levels of uncertainty and QOL and between uncertainty and psychological well-being. The
scant literature suggests that nonsupportive behaviors have a rclatively greater detrimental effect on
interpersonal functioning (66), psychological distress and well-being (67-71) than supportive behaviors. For
example, nonsupportive behaviors from spouses accounted for 16%-20% of the variance in predicting cancer
patients' psychological distress; supportive behaviors accounted for 2%-4% of the variance (67). Dow (63)
found that patients with localized prostate cancer felt severe distress at not receiving adequate care from their
partners, suggesting that nonsupportive behaviors between patients and spouses merit closer scrutiny. Thus,
nonsupportive behaviors are critical to study because they: 1) affect more profoundly well-being, perhaps in
more domains than supportive behaviors and 2) represent relatively distinct interpersonal processes (69, 71-73).

Studies using cancer patients provide glimpses into the types of nonsupportive behaviors that transpire
between a patient and spouse (74-77). Common complaints from patients about spouses and friends include the
minimization of their illness and its consequences, forced cheerfulness, and physical avoidance (74). These
behaviors may be viewed as failures to provide emotional support by disallowing the patient to discuss personal
issues surrounding the disease (58). Among cancer patients, the ability to self-disclose is viewed as a central
clement of perceived emotional support, and a number of prostate cancer patients report problems in
communicating personal issues surrounding the disease with family and friends (8, 63). This is unfortunate
since the ability of men to share their experiences about prostate cancer has been shown to alleviate anxiety,
provide reassurance, enhance coping, and provide a more positive outlook (28, 78).

The proposed theoretical model suggests that uncertainty and inadequacies in perceived partner support,
especially in the areas most needed, will increase the number and types of nonsupportive behaviors. Individuals
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distracted by their own uncertainties may be less attentive to their partners needs, which over time, are likely to
solidify perceptions of inadequate partner support. Interestingly, dissatisfaction in network support increases
feelings of uncertainty (79) which: 1) enhances one’s feelings of being poorly integrated into a social network
(54) and 2) may diminish interest in obtaining social support (80). In addition to uncertainty, interpersonal
processes that contribute to perceived inadequacies in partner social support (e.g., poor communication, marital
conflict) may also be symptoms that contribute to nonsupportive behaviors (81). As Coyne and Downey argue,
“low support may signify the presence of a negative, conflictual relationship” (82). Over time, nonsupportive
behaviors may further erode perceptions of positive partner support. In sum, some evidence exists to support
the model’s hypothesized relationships between illness uncertainty, perceived inadequacies in partner support,
and nonsupportive behaviors.

Hypothesis/purpose
As outlined in Figure 1, this study tested the following main predictions, which unless otherwise

specified, apply equally to patients and their spouses:

H1: Greater levels of illness uncertainty among prostate cancer patients and their spouses will predict
significantly lower perceptions of perceived control (i.e., mastery).

H2: Patients and spouses with low levels of uncertainty and/or high perceived control will need
primarily informational and instrumental support; individuals with high levels of illness uncertainty and/or low
perceived control will need emotional, network and esteem support. However, given the premium that cancer
patients place on emotional support from their spouses (58), it is hypothesized that iliness uncertainty and
perceived control will be less important in predicting the need for emotional, network and esteem support (ie.,
comfort support) than in predicting informational and instrumental support (i.e., action-facilitating support).

H3: Greater illness uncertainty and perceived inadequacies in social support, especially in areas most
needed, will correlate positively with frequency and types of nonsupportive behaviors. However, perceived
inadequacies in emotional social support will most strongly predict nonsupportive behaviors compared to
inadequacies in information/tangible support.

H4: Social support and nonsupportive behaviors will mediate the relationship between illness
uncertainty and QOL and between illness uncertainty and psychological well-being.

Corollary A: Patients and spouses who perceive their partners as being available rather than unavailable

to provide for their needs will have high QOL (especially in the social/emotional domains) and

psychological well-being scores.

Corollary B: Partner’s nonsupportive behaviors will more powerfully predict QOL and psychological

well-being than appraisal of partner’s support. Thus, nonsupportive behaviors will be a more powerful

mediator between uncertainty, QOL and psychological well-being than supportive behaviors.

HS5: Higher levels of uncertainty and lower perceived control will predict poorer QOL and psychological
well-being especially in the short-term -- up to 6 months post-treatment. However, as individuals adapt to living
with uncertainty, uncertainty will be weakly or positively related to QOL and psychological well-being.

H6: Spouses will experience poorer QOL and psychological well-being than patients, and these
variables will be moderately correlated (.30 to .40 ) between patients and spouses across time.

Technical Objectives
The aims of the proposal are to examine the following processes at time of diagnosis and at one-, six-
and twelve-months post-initiation of treatment:

I To examine relationships between prostate cancer patients’ and spouses’ levels of uncertainty, perceived
control, support and nonsupportive behaviors, QOL and psychological well-being.




I1. To examine how well patients' and spouses' levels of illness uncertainty and perceptions of control
predict their social support needs.

III. To examine the extent to which levels of illness uncertainty and matches/mismatches in social support
predict nonsupportive behaviors.

IV.  To examine the extent to which supportive and nonsupportive behaviors affect QOL and psychological
well-being among prostate cancer patients and their spouses, and whether these behaviors mediate the
relationship between uncertainty and QOL and between uncertainty and psychological well-being.

V. To assess over a year, stability and change in levels of illness uncertainty, perceived control, supportive
and nonsupportive behaviors among prostate cancer patients and their spouses, and to examine whether
stability and change affects QOL and psychological well-being.

BODY

Task 1: Plan and develop a tracking system with the Duke Department of Urology to recruit study participants.

Early stage (i.e., 1&2) prostate cancer patients, who were yet to undergo treatment (i.e., radical prostatectomy)
at Duke University Medical Center, were identified by a research assistant through urologists’ medical
appointment calendars. Once identified, the research assistant obtained prior approval from the specific
urologist to discuss the upcoming study. All urologists in the Duke Clinic gave permission to approach their
patients and spouses/partners. Upon gaining approval, the research assistant, when at all possible, contacted the
patient by phone up to a week in advance of their scheduled appointment and explained the purpose of the study
and the possibility of having to complete a 30 to 45 minute questionnaire during the clinic visit. Permission was
also asked of the patient to contact his spouse/partner to provide an explanation of the study. In the further
discussion, the term “partner” will be used to represent both spouses and persons deemed not married, yet
significantly associated with the patient.

Eligibility of the patients was determined by the following inclusion criteria: 1) spoke English, 2) were
literate, 3) had early-stage biopsy-proven prostate cancer diagnosed within the preceding year, 4) chose as a
treatment option radical prostatectomy or watchful waiting at DUMC, 5) were mentally competent and capable
of understanding the questionnaire and consent form, 6) had no psychiatric illness that interfered with answering
the questionnaire, and 7) had no evidence of other primary malignancies for at least 5 years prior, excluding
basal cell carcinoma.

At the time of the patients clinic visit or after having made the decision to undergo surgery, patients and
their partners were asked to read and sign the study consent form and to complete a 30 to 45 minute baseline
question independently at the clinic (see measures below). However, several patients and their partners opted to
complete the questionnaire at home either when they were approached at the clinic or when contacted by phone
prior to their visit. When this occurred, the research assistant gave or mailed to them the questionnaire in a self-
addressed stamped envelope, along with a copy of the written consent form. Specific instructions included that
they complete the questionnaire without getting help from, or sharing their answers with, their partner. In
addition, they were informed that their completed questionnaire and signed consent form needed to be returned
prior to surgery. The same battery of questions was distributed to patients and partners at one-, six- and twelve-
months post-surgery. If the questionnaire was not received a week after the one-, six-, and twelve-month post-
surgery date, the research assistant contacted the patient and/or partner as a reminder to complete the
questionnaire. Participants were paid $10 for each questionnaire that they completed.

This system of recruitment was highly successful. We were able to recruit 80% of eligible, newly-
diagnosed, early-stage prostate cancer patients from the Duke Urology Clinic. A total of 331 patients were
tracked through our recruitment system. The recruitment took place over two time periods: October 1998
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through November of 1999 and June to November, 2000. The second recruitment period was added after the
approval of our one-year, no-cost extension and enabled us to more closely complete our recruitment goals. Of
these 331 patients: 99 were ineligible (72 chose treatment other than surgery, 11 had a diagnoses of another
cancer within less than five years, 5 were mentally incompetent, and 11 were due to extenuating circumstances
(i.e. surgical complications, recurrent prostate cancer, etc.). A total of 232 eligible patients were contact about
the study. Of these 232, 22 refused to participate, 24 gave verbal agreement but never sent back their
questionnaire after all reasonable efforts were made, and 186 were enrolled in the study. A total of 169 eligible
partners were identified during recruitment. Of these eligible partners, 3 refused or did not return either the
baseline or any follow-up questionnaire and 166 are enrolled in the study.

Task 2: Develop and test study questionnaire with 10 prostate cancer patients and their spouses.

The bascline questionnaire was developed by the research team and pilot tested in Duke’s Urology
Clinic. The pilot test determined that the questionnaire was readable, understandable and included the measures
needed to complete the study.

Elements of the baseline questionnaire included gathering information on demographics (age, sex,
education, etc.), perceived health (excellent, good, fair, poor), and preexisting illnesses. Stage of illness and
treatment information were obtained by the research assistant from the patients’ medical records. Except where
otherwise noted, patients and partners completed the following, mostly standardized, measures during the
baseline and at each follow-up time point. Copies of the questionnaires for patient and partner at each time point
are included in Appendix A - D. For purposes of analyses, a participant was deemed to have a nonmissing
response to a standardized scale if she or he completed at least 80% of all scale items.

Illness Uncertainty: Patients completed the 33-item version of Mishel Uncertainty in Illness Scale (83)
which provides a total score based on four domains of uncertainty: ambiguity concerning the state of the illness,
complexity concerning treatment and system of care, inconsistency concerning information, and
unpredictability of the course of illness and outcomes. Alphas for the total scale score and subscales range from
.67 to .90 (84). Partners completed the analogous 31-item uncertainty scale for family members. Alphas for the
total scale score and subscales range from .66 to .89 (84). For purposes of this report, higher numbers represent
less illness uncertainty.

Perception of Control: was assessed by the eight-item Balanced Mastery Scale (85). Alpha for this scale
is .67. This scale is an improved version of Pearlin and Schooler’s (86) mastery scale that has been used to test
assumptions of Mishel’s uncertainty model of illness (46, 47). Participants were asked to respond to the eight-
item scale by considering how the experience of prostate cancer has affected perceptions of control in their
lives.

Social Support: The shortened, 10-item version of the 24-item spouse version of the Social Provisions
Scale was used to assess satisfaction with perceived social support (87). This scale measures two categories of
support: action-facilitating and comfort support. Action-facilitating support includes guidance (providing advice
and information) and reliable alliance (the assurance that others can be counted on for tangible assistance).
Comfort support consists of attachment (the emotional closeness from which one derives a sense of security),
social integration (sense of belonging to a group that shares similar interests, concerns, and recreational
activities) and reassurance of worth (making the person feel worthwhile, competent). Alphas for the subscales
range from .64 to .86 with an overall scale alpha of .92 (87). The scale has been used across diverse samples
including married couples (87-88). Higher scores represent greater perceived support.

Nonsupportive Behaviors: A 13-item scale by Manne and colleagues assessed overtly negative (e.g.,
shouts or yells at you) and withdrawal/avoidant responses among cancer patients and their spouses (67). Thus,
this scale measured how nonsupportively the individual in question acted towards the other. Alphas for the
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subscales are .77 and .82 for the criticism and avoidance subscales, respectively (67). Higher scores represent
acting in more nonsupportive ways.

Quality of Life: General health-related QOL was assessed with the Rand 36-item Health Survey 1.0 SF-
36 (89). This scale measures QOL in eight domains: physical and emotional role constraints, emotional well-
being, social well-being, fatigue/energy, perceived pain, and general perceived health. In addition, the eight
domains can be combined to create two summary standardized scores reflecting physical and mental well-being.
All the scales are scored separately from 0 to 100, with a higher score representing better QOL. Overall, the SF-
36 has been shown to be very reliable with a test-retest of .78 or greater and alphas between .78 and .93 in
various populations (9, 89). Both the patient and partner completed the entire global QOL measures. In addition,
the patient completed a measure on prostate specific QOL using the 20-item University of California Los
Angeles Prostate Cancer Index (90). This scale measures three domains related prostate cancer: urinary, bowel
and sexual functioning. The urinary, bowel and sexual function scales focus on incontinence, proctitis, and
sexual difficulties. The scales are scored from 0 to 100, with a higher score representing a better outcome. Test
retest of the scale ranges from .77 and greater and has an alpha from .65 to .93 in populations of men with and
without prostate cancer (9, 90-92).

Of note, for purposes of this report, since we were interested in being able to assess how uncertainty,
perceptions of control and social support affected similar QOL outcomes, in line with the main predictions, we
only report mean changes in specific prostate cancer of life domains. A more in-depth assessment of relations
with prostate specific QOL will be forthcoming in future publications.

Marital satisfaction: Participants with a partner completed the six-item Marital Quality Index (93).
Alphas for this scale range from .72 to .86. This scale is regarded as an excellent measure of marital satisfaction
(94). This was assessed at all time points. Since none of the main predictions included marital satisfaction, it
will not be discussed further.

Task 3: Mail out study questionnaires to 150 prostate cancer patients and their spouses along with reminder
notices and phone calls.

A total of 186 patients and 166 partners were recruited and enrolled over the course of the study. Of the
patients, 169 had an eligible partner; 17 had no significant other but were still enrolled in the study. The partners
consisted of 165 women and one man. The baseline questionnaire was completed by 179 patients and 156
partners and resulted in 154 dyads at baseline. Seven patients and 10 partners were enrolled in the study at the
one-month time point instead of at baseline. This was due to the fact that they did not have time to complete the
baseline before the patients® surgery but were still very interested in participating in the study. One of the
greatest factors affecting the rate of retention from baseline to the one-month follow-up came as a result of the
post-surgical pathology reports which revealed the patient’s prostate cancer to be in a more advanced stage of
the disease (e.g. T3 or T4). As a result, 33 patients (18%) and 28 partners (18%) were not eligible to participate
in the follow-up portion of this study; however, all data from their baseline questionnaire was used because they
were completed under the clinical diagnosis of early stage cancer. The one-, six- and twelve-month post-
surgical surveys were completed by 132, 128, and 129 patients, respectively. The one-, six- and twelve-month
post-surgical surveys were completed by 121, 115, and 113 partners, respectively. The retention rate at the one-
month time point was 87% for patients and 85% for partners. These numbers were calculated after first
removing the number of subjects that were no longer qualified or refused post-baseline and those that were
enrolled at the one-month time point. The retention rate for the patients who qualified to participate post-
baseline was 90% and 91% at the six- and twelve-month time points, respectively. For partners the retention
rate was 90% and 90% at the six- and twelve-month time points, respectively. A total of 113 patients and 99
partners completed questionnaires at all 4 time points, resulting in complete data collection on 98 dyads. (See
Table 1 for demographic information on study participants)
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Task 4 - 7: Conduct analyses on baseline and the one-, six-, and twelve-month data.

Data analysis is ongoing for all time points. What follows is a comprehensive discussion of the research
findings and accomplishments along with tables representing these findings.

Demographic Information

The baseline demographic information is presented in Table 1 for all patients and partners that
completed a baseline questionnaire — note, these data include 10 patients and partners who did not complete the
baseline questionnaire but completed the one-month questionnaire. In addition, baseline data for all the patients
and partners who completed all four waves of data collection are also presented in Table 1. In general, the
sample was primarily white and well-educated, at least half graduated from college. The age range for patients
and partners was 43 to 81 and 44 to 80, respectively.

Descriptive Statistics

Table 2 presents the means and alphas for the main measures to be discussed for patients and partner
who completed all four waves of data, respectively. Overall, across all four time points, the alphas for the
measures had adequate levels of internal consistency (i.e., cronbach’s alpha). Morever, as discussed below, there
were significant changes across measures and time points within and between patients and partners.

Changes in Measures within Patients and Partners across Time

As shown in Table 2, patients and partners had significant changes across time and measures. We
discuss these changes within specific domains.

Illness uncertainty: Both patients and partners reported the most amount of uncertainty prior to surgery —
note, in the table, higher numbers represent greater certainty. The degree of uncertainty decreased significantly
across all time periods, with both patients and partners expressing the most certainty at twelve-months post-
surgery.

Perceived control (mastery): For patients, perceptions of control were highest at twelve-months post-
surgery and least at one-month post-surgery. Perceived control was roughly the same at baseline and at six-
months post-surgery, and these levels were significantly lower than at twelve-months post-surgery but higher
than at one-month post-surgery. For partners, perceived control was lowest at one-month post-surgery and
significantly lower than at any other time point. Perceived control did not differ between baseline, six- and
twelve-months post-surgery.

Social support: For patients and partners, overall perceived social support and its subcomponents,
action-facilitating and comfort support, varied across time points. Patients viewed their partner as providing
equal amounts of comfort, action-facilitating and overall support pre- and one-month post-surgery, that were
significantly higher than the support levels perceived at six- and twelve-months post-surgery. Perceived
comfort, action-facilitating and overall support did not differ between the six- and twelve-months post-surgery.

Partners exhibited a different pattern of results. Partners perceived the patient as providing the most
overall support prior to surgery than at any other time point, which did not differ from each other. This same
pattern held for comfort support. Partners viewed the patient as providing the least amount of action-facilitating
support at one-month post-surgery relative to six- and twelve-months post-surgery and prior to surgery. In
addition, partners viewed the patient as providing more action-facilitating support prior to surgery than at six-
and twelve-months post-surgery, which did not differ.

Nonsupportive behaviors: Patients acted in more nonsupportive ways towards the partner at six- and
twelve-months post-surgery than prior to surgery and one-month post-surgery. The degree of nonsupportive
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behaviors did not differ between pre- and one-month post-surgery; nor did it differ between six- and twelve-
months post-surgery. Patients exhibited the least amount of avoidant behavior prior to surgery that at any other
time. Furthermore, they were less avoidant of the partner at one-month post-surgery than at six-months post-
surgery. Patients’ level of avoidant behaviors did not differ between six- and twelve-months post-surgery.

Partners had a more complex pattern of non-supportive behaviors. Overall, they behaved in the least
nonsupportive fashions prior to surgery relative to any other time point. Further, they behaved in less
nonsupportive ways one-month post-surgery than at six- and twelve-months post-surgery, which did not differ.
Partners acted the least avoidant towards the patient prior to surgery than at any other time point. They also
acted less avoidant towards the patient at one-month post-surgery than at six- and twelve-months post-surgery,
which did not differ. Lastly, partners acted the least critically toward the patient prior to surgery than at any
other time point, which did not differ.

QOL: Patients exhibited changes in all domains of QOL except two: emotional well-being and
perceived general health. With the exception of perceived pain, the pattern of results was consistent throughout
the remaining five domains. Patients reported the poorest physical functioning, role limitations due to physical
and emotional reasons, less energy/more fatigue, and exhibited poorer social functioning at one-month post-
surgery than at any other time point. These domains reverted back to their pre-surgical levels by six-months
post-surgery and remained at the same pre-surgical levels at twelve-months post-surgery. With respect to pain
perceptions, the same pattern was followed as the other domains except that improvement in pain perception
reverted back to pre-surgical levels at twelve-months post-surgery rather than at six-months post-surgery.

Partners reported changes in QOL in two domains only: role limitations due to emotional reasons and
social functioning. Partners reported a greater inability to perform various roles at one-month post-surgery than
at six- and twelve-months post-surgery, which did not differ. However, role limitations reverted back to their
improved pre-surgical levels by six-months post-surgery. Partners also reported poorer levels of social
functioning at one-month post-baseline than at any other time point. Improved levels of social functioning
reverted back to their pre-surgical levels by six-months post-surgery. No other effects were found.

Changes in Measures between Patients and Partners across Time

There were significant mean differences among dyads who completed all time points across the majority
of constructs (see Table 3). The differences are reported for each domain below.

Illness uncertainty: Patients reported less uncertainty than partners across all time points.

Perceptions of control: Patients perceived less support than partners at the one-month time-point only.
Levels of perceived control were similar across all other time points.

Social support: Patients viewed the partner as providing more action-facilitating, comfort and overall
support at one-month post-surgery than partners’ perceptions of patient support. This pattern continued to be
maintained throughout the six- and twelve-month assessment points.

Nonsupportive behaviors: Prior to surgery, patients acted more avoidant, critical and nonsupportive
towards the partner than the partner acted towards the patient. This pattern continued to be maintained for
avoidant and overall nonsupportive behaviors throughout the remaining assessment points.

OQOL: In general, patients reported better QOL than partners in all domains, other than general perceived
health, at one-month post-surgery. Otherwise, patients reported better QOL. Specifically, patients reported
better physical functioning, more energy/less fatigue, and emotional well-being than the partner prior to surgery
and at six- and twelve-months post-surgery — with the reverse pattern at one-month post-surgery. In addition,
patients reported better social function at twelve-months post-baseline than the partner. No other significant
differences were found.

Prostate-specific QOL: Patients’ reports of incontinence and sexual dysfunction (e.g., erectile) were
poorest at one-month post-surgery and improved significantly at each assessment. However, they never reverted
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back to their pre-surgical levels. Dysfunctions of the bowel followed a similar pattern, except that by twelve-
months post-surgical, QOL in this domain reverted back to its higher pre-surgical level.

Tests of the Major Hypotheses

L. What is the relationship between illness uncertainty and control? Hypothesis 1 predicts that greater
levels of illness uncertainty among prostate cancer patients and their partners will predict significantly lower
perceptions of perceived control (i.e., mastery). The correlations between uncertainty and control for patients
and partner and the relationships (i.e., Spearman correlations) among these constructs within patients and
partners are presented in Tables 4 and 5, respectively. The prediction was strongly supported in both patients
and partners. For patients and partners, less perceived illness uncertainty was significantly related to greater
perceived control on all occasions (i.e., 16 out of 16 correlations were significant). Overall, greater levels of
certainty were strongly related to greater perceived control.

As additional analyses, we inspected how uncertainty and control correlated within dyads. The
Spearman correlations are presented in Tables 6 and 7. Patients reported less illness uncertainty if their partner
felt more in control (13 out 16 correlations significant), with the same pattern holding for partners. In sum, in
cross-sectional and prospective analyses, less illness uncertainty was associated with greater feelings of control
within patients, partners and dyads. In general, patients and partners reported less illness uncertainty if their
counterpart also reported less uncertainty (14 out of 16 correlations significant); the same pattern held for
perceived control (15 out of 16 correlations significant). '

II. How do uncertainty and control individually and jointly uaffect perceptions of social support?
Hypothesis 2 predicts that patients and partners with low levels of uncertainty and/or high perceived control will
need primarily informational and instrumental support (i.e., action facilitating support); individuals with high
levels of illness uncertainty and/or low perceived control will need emotional support (i.e., comfort support).
Further, it is hypothesized that illness uncertainty and perceived control will be less important in predicting the
need for comfort support than in predicting the need for action-facilitating support. Thus, these hypotheses
tested how control and uncertainty interact to predict forms of perceived support. As before, these predictions
hold for patients and partners separately and not for the dyad.

To initially test this relationship, we divided the Social Provisions Scale into two categories of support:
action-facilitating and comfort support (see measures section under task 2). Spearman correlations were then
computed between the subscales of the Social Provision Scale, overall perceived support, perceived control and
uncertainty. Overall, for patients, greater perceived certainty was related consistently, cross-sectionally and
prospectively to perceiving the partner as providing more action-facilitating support (14 out of 16 correlations
significant) and comfort support (15 out of 16 correlations significant) (see Table 8). For partners, greater
perceived certainty was related consistently, cross-sectionally and prospectively, to viewing the patient as
providing more action-facilitating support (14 out of 16 correlations significant) and comfort support (15 out of
16/16 correlations significant) (see Table 9).

Similarly, albeit weaker and less consistent, relations were found between perceived control domains of
support. For patients, greater control was related to viewing the partner as providing more action-facilitating
(11 out of 16 correlations significant) and comfort support (10 out of 16 correlations significant) (See Table 8).
Among partners, those who perceived themselves as having more control viewed the patient as providing more
action-facilitating support (8 out of 16 correlations significant) and comfort support (6 out of 16 correlations
significant) (See Table 9). Thus, the relation between control and support was shown to be more consistent
among patients than partners and certainly less consistent than perceptions of illness uncertainty.

In addition, Spearman correlations were computed between patients’ perceptions of partner support and
partners’ perceived illness uncertainty and control. The same correlations were computed between partners’
perceptions of patient support and patients’ perceived illness uncertainty and control. Overall, patients viewed
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the partner as providing more action-facilitating (13/16 correlations significant) and comfort support (12/16
correlations significant) when the partner expressed less illness uncertainty (see Table 10). Similarly, partners
viewed the patient as providing more action-facilitating (11/16 correlations significant) and comfort support
(13/16 correlations significant) when the patient expressed less illness uncertainty (see Table 11). Further,
patients viewed the partner as providing more action-facilitating (11/16 correlations significant) and comfort
support (10/16 correlations significant) when the partner felt greater control (see Table 10). Conversely,
partners’ perceptions of patient support in either domain were not significantly and consistently related to
patients’ control (1/16 and 5/16 correlations significant for action-facilitating and comfort support, respectively,
see Table 11). In sum, patients’/partners’ perceptions of support was more consistently related to the
counterpart’s illness perceptions.

To fully test the hypothesis, we ran regression models for patients and partners predicting at each time
point action-facilitating and comfort support from the main effects of perceived control, uncertainty, and their
interactions. In none of these models for either patients or partners did perceptions of control interact with
uncertainty to affect action-facilitating or comfort support. Hence a new series of regression models were run
predicting action-facilitating and comfort support separately from only the main effects of control and illness
uncertainty in cross-sectional and prospective analyses. In the cross-sectional analyses, control and uncertainty
were used to predict domain of support during the same assessment time point. In the prospective analyses, we
used prior control and uncertainty scores to predict domains of support during only the subsequent assessment.
In all these models, we controlled for prior type of support (e.g., controlling for baseline comfort support when
predicting one-month comfort support). The results of the regression analyses for patients and partners are
reported below.

Regression results for patients: Across all time points, less illness uncertainty was related to perceiving
the partner as providing more action-facilitating support (betas = .34, .21, .41, and .32, ps<.04 for baseline to
twelve-month, respectively) and comfort support (betas = .29, .30, .35, .35 for baseline to twelve-month,
respectively). In addition, patients who reported less illness uncertainty at six-months post-surgery perceived
their partner as providing more action-facilitating support at twelve-months post-surgery only (beta=.29, p<.05).
In all these models, prior levels of support predicted subsequent support.

Regression analyses for partners: For partners, in cross-sectional analyses, less perceived iliness
uncertainty was related to viewing the patient as providing more action-facilitating support across all time
points (betas = .31, .44, .77, and .93, ps<.05 for baseline to twelve-month, respectively). Similarly, with the
exception at baseline, less perceived illness uncertainty was related to seeing the patient as providing more
comfort support (betas = .22, .66, .69, .78, for baseline to twelve-month, respectively; ps<.0001 except for
baseline, which was nonsignificant). In addition, partners who reported less illness uncertainty at six-months
post-surgery viewed the patient at twelve-month as providing more action-facilitating support (beta = .23,
p<.05) and comfort support (beta = .32, p<.001). Interestingly, those partners who felt in greater control at six-
month perceived the patient as providing less comfort support at twelve-months post-surgery (beta = -.20,
p<.01). In all these models, prior levels of support predicted subsequent support.

Regression analyses for dyads: As a set of exploratory analyses, we regressed patients’ perceptions of
partner action-facilitating and comfort support onto partner perceived illness uncertainty and control. The same
analyses were conducted regressing partners’ perceptions of patient action-facilitating and comfort support onto
patient perceived illness uncertainty and control. In these models, we controlled for patients’/partners’ prior
levels of action-facilitating and comfort support.

For patients, only two significant effects were found. In cross-sectional analyses, patients with a partner
who had greater feelings of control prior to surgery viewed the partner as providing more action-facilitating
(beta = .26, p<.01) and comfort support (beta = .27, p<.05). For partners, those who had a patient who expressed
less illness uncertainty at one-month post-surgery viewed the patient as providing more action-facilitating (beta
=23, p<.05) and comfort support (beta = .26, p<.05). No other effects were found for control or uncertainty.
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In sum, there was no evidence to support the prediction that uncertainty and control interact to affect the
type of perceived social support needed. In the bivariate correlations, uncertainty, rather than control, was more
strongly associated with both types of perceived support. This was further confirmed in the cross-sectional
multivariate analyses. Furthermore, inspection of the beta weights did not indicate consistently that
uncertainty, or control, would have a stronger relationship with comfort than with action-facilitating support.
Inspection within dyads revealed no support in the multivariate analyses that patients’/partners’ perceptions of
social support was influenced by the counterpart’s perceptions of illness uncertainty or control while controlling
for previous levels of support. However, there was some support in the bivariate analyses for these associations.

1. Do uncertainty and perceived social support affect nonsupportive behaviors? Hypothesis 3 predicts that
greater illness uncertainty and perceived inadequacies in social support, especially in areas most needed, will
correlate positively with frequency and types of nonsupportive behaviors (ie. critical and avoidant behaviors).
However, perceived inadequacies in emotional social support will most strongly predict nonsupportive
behaviors compared to inadequacies in information/tangible support. Note that these predictions hold for
patients and partners separately and not as a dyad. We first computed Spearman correlations between
uncertainty, action-facilitating and comfort support, and avoidant and critical behaviors.

With respect to the relationship between uncertainty and avoidant behaviors, out of 16 possible
correlations, 13 were significant within patients and 14 were significant within partners (see Tables 12 and 13).
Similarly, for relations with critical behaviors, 13 were significant within patients and eight were significant
within partners (see Tables 12 and 13). In general, the more certainty the patient and partner expressed, the less
likely they were to behave in a critical or avoidant manner towards the partner or patient, respectively. However,
the overall pattern of relationships suggested that uncertainty was related more consistently with critical
behaviors among patients than among partners.

In addition, we examined the extent to which patients’/partners’ critical and avoidant behaviors
correlated with the counterpart’s illness uncertainty. In general, patients were less likely to act avoidant (12/16
correlations significant) and critical (11/16 correlations significant) towards the partner if the partner expressed
less illness uncertainty (see Table 14). Similarly, partners also tended to be less avoidant of the patient (10/16
correlations significant) if the patient expressed less illness uncertainty. However, unlike patients, the
association between partners’ critical behaviors were largely unrelated to patients’ uncertainty (3/16 correlations
significant) (see Table 15). Thus, patients’/partners’ avoidant behaviors were more consistently related to the
counterpart’s illness uncertainty.

Perceptions of social support were consistently and significantly related to nonsupportive behaviors
across time points for patients and partners. The prediction holds that comfort, rather than action-facilitating,
support should correlate more powerfully and consistently with nonsupportive behaviors. Across assessment
points, patients who viewed the partner as providing more action-facilitating, comfort and overall support
behaved less avoidantly and critically towards the partner (i.e., 143 out of 144 correlations were significant, see
Table 16). Partners exhibited an almost identical pattern of correlations (see Table 17). Thus, there was no
support that comfort support would correlate more consistently with nonsupportive behaviors. Noteworthy,
while all the correlations between support and nonsupportive behaviors were negative, as expected, the
magnitude of the correlations did not suggest that the perceptions of social support are the exact opposite of
acting nonsupportively. Indeed, for patients, the most amount of shared variance between social support (e.g.,
comfort) and nonsupportive behaviors (e.g., avoidance) was 46%. For partners, the most amount of shared
variance between social support (e.g., comfort) and nonsupportive behaviors (e.g., avoidance) was 42%.

In addition, we examined the extent to which patients’/partners’ overall and domains of social support
correlated with the counterpart’s critical and avoidant behaviors. In general, across all time points, patients who
had a partner who viewed them as providing more action-facilitating, comfort and overall support were less
likely to act avoidant and critical towards the partner (all 144 correlations significant) (see Table 18). Similarly,
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partners who had a patient that perceived them as providing more action-facilitating, comfort and overall
support were less likely to act avoidant towards the partners throughout (43/48 correlations significant) and
critical towards the patient after the surgery (35/48 correlations significant) (See Table 19). In sum, both
patients and partners were less likely to act avoidantly and critically towards their counterpart if the counterpart
viewed them as providing more support.

A series of regression analyses was performed to ascertain whether domains of nonsupportive behaviors
were predicted jointly by uncertainty and domains of support within patients and partners only and then within
dyads. In the initial analyses, patients’ baseline, one-, six- and twelve-month critical and avoidant behaviors
were regressed onto patients’ perceived illness uncertainty, action-facilitating and comfort support at the same
corresponding time point (i.e., cross-sectional analyses). In a separate series of analyses, we regressed patients’
one-, six- and twelve-month critical and avoidant behaviors onto patients’ perceived illness uncertainty, action-
facilitating and comfort support from the previous assessment only (i.e., prospective analyses) (the argument
being that if the relations do not hold for the next proximal time point, they are not likely to be seen readily at a
more distant time point). In both the cross-sectional and prospective analyses, patients’ previous critical and
avoidant behaviors were used as covariates (e.g., controlling for one-month avoidant behaviors while predicting
six-month avoidant behaviors). A similar set of analyses was conducted for partners (i.e., predicting outcomes
from patients’ reports). We report below the regression results first for patients than for partners.

Regression results for patients: As shown in Table 20, there were inconsistent findings between patient
avoidant behaviors and uncertainty and domains of support. In the cross-sectional analyses, patients who
perceived the partner as providing more comfort support reported less avoidant behaviors prior to surgery and at
six-months post-surgery. Furthermore, patients who reported less illness uncertainty at twelve-months post-
surgery were less likely to avoid their partner. In the prospective analyses, patients who perceived their partner
as providing more comfort support at one-month post-surgery were less avoidant of their partner at six-months
post-surgery, while those who reported less illness uncertainty at six-months post-surgery were less avoidant of
their partner at twelve-months post-surgery. In all cases, prior avoidant behaviors served as a significant
covariate.

The results for predicting critical behaviors were more consistent (see Table 21). In cross-sectional
analyses, patients who perceived their partner as providing more comfort support prior to surgery and at one-
and six-months post-surgery were less likely to act critically towards their partner. In addition, patients who
perceived their partner as providing more comfort support prior to surgery were less likely to act critically
towards their partner at one-month post-surgery only. In all cases, prior critical behaviors served as a significant
covariate.

Regression results for partners: Partners’ avoidant behaviors were related rather consistently with
perceptions of patient comfort support (see Table 22). Specifically, prior to surgery and at one- and twelve-
months post-surgery, partners who perceived the patient as providing more comfort support were less avoidant
of the patient. Moreover, greater perceptions of patient-provided comfort support at six-month predicted less
avoidant behaviors at twelve-months post-surgery. In addition, partners who viewed the patient as providing
more action-facilitating support at six-months reported being less avoidant of the patient during the same period.
Perceived action-facilitating support at one-month predicted less avoidant behaviors at six-months post-surgery
only. In all cases, prior avoidant behaviors served as a significant covariate.

A similar pattern of findings held for critical behaviors, with two exceptions. Comfort support was not
related significantly with partner critical behaviors prior to surgery, but rather action-facilitating support now
served as a significant correlate (see Table 23). In all cases, prior critical behaviors served as a significant
covariate.

Regression analyses for dyads: We ran a series of regression analyses predicting patients’ avoidant and
critical behaviors from partners’ perceptions of illness uncertainty and partners’ perception of patient action-
facilitating and comfort support. A similar series of analyses was conducted for partners. The results are
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presented in Tables 24-27. With the exception of previous assessments of avoidant and critical behaviors being
correlated with subsequent reports of avoidant and critical behaviors, there was little evidence to show that
either uncertainty, action-facilitating or comfort support were uniquely associated with avoidant or critical
behavior in cross sectional or prospective analyses.
. In sum, there was strong support in the bivariate analyses that greater perceived support and less illness
uncertainty (especially for patients) were associated with acting less nonsupportive towards the partner.
However, in multivariate analyses, uncertainty did not contribute any unique variance in its relation to avoidant
and critical behaviors. Within patients and partners, there was some, albeit inconsistent, support that perception
of comfort support was related to acting in less avoidant and critical ways than action-facilitating support. of
these two domains, comfort support was more consistently related with engaging in less critical behaviors.

IV. Do supportive and nonsupportive behaviors mediate the relationship between illness uncertainty and QOL?
Hypothesis 4 states that social support and nonsupportive behaviors will mediate the relationship between
illness uncertainty and QOL and between illness uncertainty and psychological well-being. It also has two
corollaries. Corollary A states that patients and partners who perceive their partners as being available, rather
than unavailable, to provide for their needs will have high QOL (especially in the social/emotional domains)
and psychological well-being scores. Corollary B states that partners’ nonsupportive behaviors will more
powerfully predict QOL and psychological well-being than will appraisal of partners’ support. Thus,
nonsupportive behaviors will be a more powerful mediator between uncertainty and QOL and psychological
well-being than supportive behaviors.

To test for full mediation, three requirements need to be fulfilled (95). First, uncertainty needs to be
related to QOL, especially in the area of mental (i.e., psychological) well-being. Second, social support and
nonsupportive behaviors need to be related to QOL. Third, uncertainty needs to be related to both social support
and nonsupportive behaviors. If the relations between uncertainty and QOL become non-significant with the
inclusion of either or both social support and nonsupportive behaviors, but either or both social support and
nonsupportive behaviors continue to predict QOL, this would provide evidence for full mediation. In prior
analyses, the rather consistent relationship between illness uncertainty and social support and nonsupportive
behaviors was established. We report below the other relations needed to apriori establish mediation.

Relations between uncertainty and QOL: To begin to initially test these predictions, we computed
Spearman correlations between patients’ illness uncertainty and their scores on the two, global-standardized
measures of mental (i.e., psychological) well-being and physical well-being. The two standardized measures
capture the differential contributions (i.e., weights) of each of the eight domains towards mental and physical
well-being and were used as summary scores. Note that hypothesis 4 does not make a specific prediction which
of the eight QOL of domains would be most affected, other than to state general mental (i.e., psychological)
well-being; hence using two, global-summary scores was deemed appropriate. Spearman correlations were also
computed for partners between these constructs.

The prediction that less illness uncertainty would correlate positively with QOL was strongly supported
within both patients and partners. Indeed, for patients, less illness uncertainty was related to better physical and
mental well-being across all time points (16 out of 16 correlations significant for both QOL domains) (See
Table 28). Similarly, partners who reported less illness uncertainty reported better mental, and to a lesser extent,
physical well-being. For mental well-being, 12 out of 16 correlations were significant, while for physical well-
being, only 9 out of 16 were significant (see Table 29). In sum, the first step for testing mediation was strongly
supported for patients and partners, especially in the area of mental well-being.

Relations between nonsupportive behaviors and QOL: It was expected that patients and partners who
engaged in nonsupportive behaviors would report poorer physical and especially mental well-being. Spearman
correlations were computed between overall nonsupportive behaviors, its two subcomponents of avoidant and
critical behaviors, and physical and mental well-being. Among patients, those who were more critical, avoidant
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and more nonsupportive of their partners overall reported consistently poorer mental well-being (see Table 30).
These relationships were substantially weaker and, virtually, all nonsignificant between unsupportive behaviors
and physical well-being. An almost identical pattern existed for partners (see Table 31).

The mediational analyses take into consideration the extent to which patients’/partners’ nonsupportive
behaviors affect the counterpart’s QOL. Hence, Spearman correlations were computed between patients’ QOL
and partners’ nonsupportive behaviors and between partners’ QOL and patients’ nonsupportive behaviors. There
was weak support for the prediction that patients’ overall mental and physical well-being was related adversely
by their partner’s avoidant, critical and overall nonsupportive behaviors (see Table 32). However, among the
two nonsupportive domains, partners’ avoidant behaviors were more likely to be related to less patient mental
well-being — six of sixteen relations were significant.

A rather different pattern emerged between partners’ QOL and patients’ nonsupportive behaviors (see
Table 33). Overall, patients who acted more critical, avoidant and more nonsupportive towards the partner had
partners who reported rather consistently poorer overall mental well-being. These relations did not generalize to
overall physical well-being.

Relations between social support and QOL: Spearman correlations were computed for patients between
overall social support, its two domains of comfort and action-facilitating support, and physical and mental well-
being. Spearman correlations were also computed for partners between these constructs. Among patients, those
who perceived the partner as providing more action-facilitating, comfort and overall support consistently
reported better mental well-being. For example, at a minimum, 14 out of 16 correlations were significant within
each social support domain (see Table 34). However, the relations between perceived social support and
physical well-being were substantially weaker and less consistent than for physical well-being. For example, at
most only 7 of 16 correlations were significant relating action-facilitating support and physical well-being.
Among partners, virtually the same patterns held (see Table 35).

Although hypothesis four does not explicitly make the prediction that patients’ QOL behavior would be
related to partners’ perceptions of patient social support, or vice versa, for purposes of completeness and to
compare with the results using nonsupportive behaviors, we computed Spearman correlations between: 1)
patients> QOL and partners’ perceptions of patient social support and 2) partners’ QOL and patients’
perceptions of partner support. As shown in Table 36, there was good support for the prediction that patients
that had a partner who viewed them as providing more action-facilitating, comfort or overall support would
report better physical, and especially, psychological well-being. Similarly, partners who had a patient who
viewed them as providing more action-facilitating, comfort and overall support reported better mental well-
being, especially at one-month and twelve-months post-surgery (see Table 37). These results did not generalize
consistently to physical well-being.

Summary and status of precursors to the mediational analyses: Overall, there was good correlational
support showing that illness uncertainty is related to mental and physical well-being, social support and
nonsupportive behaviors. There was good support that social support and nonsupportive behaviors were related
to QOL, but only in the mental health domain. Furthermore, and rather unexpectedly, patients’ QOL in either
domain was not related consistently with partner nonsupportive behaviors. Rather, only partners’ mental well-
being was more consistently related to patients’ supportive and nonsupportive behaviors. In view of these
correlational findings, any close approximation to mediational analyses could be performed on mental well-
being, especially predicting partner mental well-being.

Acknowledging these shortcomings to conduct a true full mediational analyses on all outcomes of
interest and given that the pattern of correlations differed between patient and partners, we ran a series of cross-
sectional and prospective regression analyses that differed slightly in predicting patients’ and partners’ mental
well-being. For patients, mental well-being was predicted from their own perceptions of illness uncertainty, that
included in the model, either individually or jointly, their perceptions of partner support and own nonsupportive
behaviors. In the cross-sectional analyses (i.e., predicting outcomes using the same time frame), we controlled

18




for patients’ prior mental well-being score (i.e., using baseline mental well-being as a covariate for the analyses
predicting one-month post-surgical well-being). In the prospective analyses, we examined how a previous
assessment time point predicted the next time point only. Since there was no strong correlational evidence
showing that partners’ nonsupportive behaviors were related consistently and significantly with patient QOL,
we did not examine these relations in multivariate regression analyses.

Overall, a similar series of regression analyses was conducted for partners. However, because patients’
perceptions of partner support and nonsupportive behaviors were related to partners’ mental well-being, these
were examined in multivariate regression analyses. Hence, in a series of cross-sectional and prospective
regression analyses, partners’ mental well-being was predicted from their own perceptions of illness uncertainty
that included in the model, either individually or jointly, their perception of patient support and own
nonsupportive behaviors. In a second set of cross-sectional and prospective regression analyses, partners’
mental well-being was predicted from their own perceptions of illness uncertainty that included in the model,
either individually or jointly, patients’ perception of partner support and patients’ nonsupportive behaviors.

Because overall perceived social support and overall nonsupportive behaviors paralleled the findings
using their subdomains, the overall scores were used in the analyses without loss of information. Further, all the
regression models included uncertainty because we wanted to test whether either supportive or nonsupportive
behaviors could account for some of the variance in the relations between uncertainty and QOL. The results of
these analyses for patients and partners are reported below.

Regression analyses for patients:

Predicting patient mental well-being from uncertainty and social support: As shown in Table 38, less
illness uncertainty was significantly related to better overall mental well-being cross-sectionally at baseline and
at one- and six-months post-surgery. However, uncertainty was not a significant predictor of mental well-being
at the next subsequent assessment time point (prospective analyses). In the cross-sectional analyses, patients
who viewed their partners as providing more social support reported better mental well-being at baseline and at
six- and twelve-months post-surgery. Social support was not a significant predictor of mental well-being at any
subsequent assessment point (prospective analyses). At all time points, patients’ prior mental well-being score
predicted positively mental well-being at the subsequent assessment point. No other significant effects were
found.

Predicting patient mental well-being from uncertainty and own nonsupportive behaviors: As shown in
Table 39, less illness uncertainty was significantly related to better overall mental well-being cross-sectionally
at baseline and at one- and six-months post-surgery. However, baseline uncertainty was only a significant
predictor of mental well-being at one-month post-surgery (prospective analyses). In the cross-sectional analyses,
patients who acted nonsupportively towards their partner reported poorer mental well-being at baseline and at
six- and twelve-months post-surgery. However, baseline nonsupportive behaviors predicted only poorer mental
well-being at one-month post-surgery (prospective analyses). At all time points, patients’ prior mental well-
being scores predicted positively mental well-being at the subsequent assessment point. No other significant
effects were found.

Predicting patient mental well-being from uncertainty, perception of partner support and own
nonsupportive behaviors: As shown in Table 40, partners with less illness uncertainty reported better overall
mental well-being cross-sectionally at baseline and at one- and six-months post-surgery. However, uncertainty
was only a significant predictor of mental well-being at any subsequent assessment point (prospective analyses).
In the cross-sectional analyses, patients who acted nonsupportively towards their partner reported poorer mental
well-being at baseline and at six-months post-surgery. However, nonsupportive behaviors were not a significant
predictor of mental well-being at any subsequent assessment point (prospective analyses). Perception of partner
support was not related to mental well-being in any analyses. At all time points, patients’ prior mental well-
being scores predicted positively mental well-being at the subsequent assessment point. No other significant
effects were found.
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Predicting patient mental well-being from uncertainty and perception of partners’ perceptions of patient
support: As shown in Table 41, in cross-sectional analyses, patients who reported less illness uncertainty prior
to surgery and at one- and six-months post-surgery reported better mental well-being. Further, less illness
uncertainty at one-month predicted better mental well-being at six-months post-surgery. Further, in cross-
sectional analyses, patients who had a partner that viewed the patient as providing more support reported better
mental well-being prior to surgery. At all time points, patients’ prior mental well-being scores predicted
positively mental well-being at the subsequent assessment point. No other significant effects were found.

Regression analyses for partners:

Predicting partner mental well-being from uncertainty and perception of patient social support: As
shown in Table 42, partners with less illness uncertainty reported better overall mental well-being cross-
sectionally prior to surgery. Further, less illness uncertainty at six-months post-surgery predicted better mental
well-being at twelve-months post-surgery. In the cross-sectional analyses, partners who viewed the patient as
providing more social support reported better mental well-being at one-, six-, and twelve-months post-surgery.
In addition, partners who viewed the patient as providing more social support prior to surgery reported better
mental well-being at one-month post-surgery. At all time points, partners’ prior mental well-being scores
predicted positively mental well-being at the subsequent assessment point. No other significant effects were
found.

Predicting partner mental well-being from uncertainty and own nonsupportive behaviors: As shown in
Table 43, partners with less illness uncertainty had better overall mental well-being cross-sectionally prior to
surgery and at one- and twelve-months post-surgery. Further, illness uncertainty at baseline and at six-months
post-baseline predicted better mental well-being at one- and twelve-months post-surgery (prospective analyses).
In the cross-sectional analyses, partners who acted nonsupportively towards the patient reported poorer mental
well-being across all time points. However, these nonsupportive behaviors did not predict mental well-being at
any subsequent assessment point (prospective analyses). At all time points, patients’ prior mental well-being
scores predicted positively mental well-being at the subsequent assessment point. No other significant effects
were found.

Predicting partner mental well-being from uncertainty, perception of patient support and own
nonsupportive behaviors: These regression analyses differed from those previously reported in that both
partners’ perceptions of patient support and partners’ nonsupportive behaviors were included in the analyses. As
shown in Table 44, partners with less illness uncertainty had better overall mental well-being cross-sectionally
prior to surgery only. Less illness uncertainty at six-months post-surgery predicted better mental well-being at
twelve-months post-surgery (prospective analyses). In the cross-sectional analyses, partners’ nonsupportive
behaviors towards the patient contributed to poorer mental well-being prior to surgery and at one- and twelve-
months post-surgery. However, nonsupportive behaviors were not a significant predictor of mental well-being at
any subsequent assessment point (prospective analyses). Perception of greater patient support was related to
greater mental well-being only at one- and six-months post-surgery. At all time points, patients’ prior mental
well-being scores predicted positively mental well-being at the subsequent assessment point. No other
significant effects were found.

Predicting partner mental well-being from uncertainty and patients’ perception of partner support: In
these analyses, patients’ perceptions of partner support, rather than partners’ perceptions of patient support, was
used in the model containing partners’ illness uncertainty. As shown in Table 45, less illness uncertainty was
significantly related to better overall mental well-being cross-sectionally prior to surgery and at one- and
twelve-months post-surgery. Further, less illness uncertainty at six-months post-surgery predicted better mental
well-being at twelve-months post-surgery. In the cross-sectional analyses, patients’ perceptions of greater
partner support contributed to partners’ improved mental well-being at one- and twelve-months post-surgery.
Patients’ perceptions of partner support at baseline predicted better partner mental well-being at one-month
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post-baseline only (prospective analyses). At all time points, partners’ prior mental well-being scores predicted
positively mental well-being at the subsequent assessment point. No other significant effects were found.

Predicting partner mental well-being from uncertainty and patients’ nonsupportive behaviors: In these
analyses, patients’ nonsupportive behaviors towards the partner, rather than partners’ nonsupportive behaviors
towards the patient, were used in the model containing partners’ illness uncertainty. As shown in Table 46, less
illness uncertainty contributed to better overall mental well-being cross-sectionally prior to surgery and at one-
and twelve-months post-surgery. Further, less illness uncertainty at six-months post-surgery predicted better
mental well-being at twelve-months post-surgery. In the cross-sectional analyses, patients’ nonsupportive
behaviors towards the partner contributed to partners’ poorer mental well-being across all time points. Further,
patients’ nonsupportive behaviors prior to surgery contributed to patients’ poorer mental well-being at one-
month post-baseline only (prospective analyses). At all time points, partners’ prior mental well-being scores
predicted positively mental well-being at the subsequent assessment point. No other significant effects were
found.

Predicting partner mental well-being from uncertainty and patients’ perception of patient support and
patient nonsupportive behaviors: In these analyses, we examined how both the patients’ perceptions of partner
support and patients’ nonsupportive behaviors contributed to partners’ mental well-being beyond partner illness
uncertainty. As shown in Table 47, in cross-sectional analyses, less illness uncertainty at twelve-months post-
surgery contributed to improved mental well-being. Furthermore, less illness uncertainty at six-months post-
surgery contributed to better well-being at twelve-months post-surgery. In cross-sectional analyses, patients’
nonsupportive behaviors contributed to poorer partner mental well-being prior to surgery and at six-months
post-surgery. Patients’ nonsupportive behaviors at one-month predicted poorer partner mental well-being at six-
months post-surgery. In addition, in cross-sectional analyses, patients” perceptions of greater partner support at
one-month post-surgery were related to partners’ better well-being and these perceptions at baseline contributed
to better well-being at one-month post-surgery. At all time points, partners’ prior mental well-being scores
predicted positively mental well-being at the subsequent assessment point. No other significant effects were
found.

In sum, the bivariate relations, especially within patients and partners, strongly supported the predicted
relations between QOL and uncertainty and perceived social support and nonsupportive behaviors. Of import,
uncertainty was related to both mental and physical well-being, while perceptions of social support and
nonsupportive behaviors were more consistently related to mental (i.e., psychological) well-being. Hence, the
mediational roles of social support and uncertainty could only be tested predicting mental well-being. In
general, in the multivariate analyses controlling for prior level of mental well-being, the most consistent
correlate was nonsupportive behaviors. Patients’ nonsupportive acts contributed to their own and their partners’
poorer mental well-being. Similarly, partners’ own nonsupportive behaviors contributed to their own poorer
well-being. :

V. Do the relations between uncertainty and QOL and control and QOL diminish over time? Hypothesis 5
states that higher levels of uncertainty and lower perceived control will predict poorer QOL and psychological
well-being, especially in the short-term -- up to 6 months post-treatment. However, as individuals adapt to
living with uncertainty, uncertainty will be weakly or positively related to QOL and psychological well-being.
Thus, at the most basic level, this prediction states that one or two things may occur: 1) the relations between
these constructs and QOL do not remain consistent across time (i.e., correlations are significant early but not
later) and 2) the direction of the relations may change.

As revealed in Table 28 for the relations between patient illness uncertainty and mental and physical
well-being, less illness uncertainty continued to be associated with better mental and physical well-being across
all time points (32/32 correlations significant). Further the magnitude of these relationships for the six- and
twelve-month assessment points were similar to those found prior to and one-month post-surgery. For partners,
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while the relationships were less consistent, especially for physical well-being, there was still evidence
indicating that less illness uncertainty was related to better mental and physical well-being, especially at six-
months post-surgery, and rather consistently prior to the six-month assessment point for mental well-being (see
Table 29).

The relations between perceptions of control and mental and physical well-being are presented in Tables
48 and 49. In general, patients who felt in control reported better mental (13/16 correlations significant) and
physical well-being (15/16 correlations significant) across assessments (see Table 48). For partners, these
relations were less consistent, especially for mental well-being. As shown in Table 49, partners who felt more in
control experienced better mental well-being (9/16 correlations significant) and physical well-being (14/16
correlations significant). Interestingly, baseline perceived control was the most consistent correlate of mental
well-being across all time points.

In sum, for patients, there was little support for the prediction that the relations between illness
uncertainty and mental and physical well-being between perceptions of control and mental and physical well-
being diminish over time. For partners, the relations between illness uncertainty and mental well-being, as well
as the relation between perceived control and physical well-being remained consistent throughout. There was no
evidence to suggest a reversal in the nature of these relations (i.e., going from positive to negative).

VI Do partners experience poorer QOL than patients and is QOL related between patients and partners?
Hypothesis 6 states that partners will experience poorer QOL and psychological well-being than patients, and
that these variables will be moderately correlated (.30 to .40 ) between patients and partners across time. The
means for the QOL domains comparing patients and partners who completed all time points were presented
previously in Table 3. As discussed, patients consistently reported better QOL in all domains except general,
perceived health at one-month post-surgery. With these exceptions, patients reported better QOL, especially in
the domains of physical functioning, emotional well-being, more energy/less fatigue, and to a lesser extent,
social functioning.

The QOL domains between patients and partners were indeed related in most cases. Spearman
correlations were computed between the patient and partner across time for all eight QOL domains. Here we
report on the range of scores for each domain and how many correlations were significant out of a possible 16,
placed in parenthesis. Correlations for physical functioning ranged from .14 to .43 (15/16). Correlations for role
limitations due to physical and emotional reasons ranged from .06 to .27 (11/16) and .03 to .27 (8/16),
respectively. Correlations for energy and fatigue ranged from .14 to .42 (13/16). Correlations for emotional
well-being ranged from .21 to .41 (16/16), while that of social functioning ranged from .08 to .44 (10/16). The
range for perceptions of pain was .02 to .43, and for general perceived health, .23 to .48 (16/16). Thus, the
prediction that the upper limit of the correlations would be around .40 was supported for seven out of eight
domains.

In sum, there was good support indicating that partners’ were experiencing poorer QOL than patients,
especially in certain areas. Furthermore, the most consistent relations between patients’ and partners” QOL were
in the domains of physical functioning, energy and fatigue, emotional functioning and perceived general health.

Summary
The main aim of the project was to ascertain how a modified version of Mishel’s illness uncertainty

models predicted ultimately QOL in prostate cancer patients and their partners. In this section, we summarize
the main findings, especially in relations to illness uncertainty, social support and unsupportive behaviors. The
summary begins with some general observations.

In general, there were significantly more changes in the QOL of men than of the partner. Men
experienced the poorest QOL during the one-month post-surgical assessment. However, this finding was the
exception rather than the rule. Indeed, in general partners reported poorer quality relative to the patient across
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several domains (e.g., physical functioning, role limitations, energy/fatigue, and to a lesser extent social
functioning). Thus, as found in other studies, it is the caregiver, in this case most often the spouse, who
experienced poorer QOL.

There were several elements that could have contributed to the poorer QOL of the partner. In general,
partners tended to report more illness uncertainty across times points than the patient. Further, partners
perceived the patient as providing less support than the patient viewed the partner as providing. Partners were
also more likely to be the recipient of patients’ nonsupportive behaviors. In total, the poorer QOL among
partners in several domains could reflect their greater illness uncertainty, poorer perceptions of patient support,
and being the target of more nonsupportive behaviors.

In part, these associations held true, especially at a bivariate level. Indeed, greater illness uncertainty,
lower perceived support, and being the target of nonsupportive behaviors contributed to the poorer mental well-
being of partners and the patient (i.e., within patient/partner associations). Of perhaps greater significance,
patients’ perceptions of illness uncertainty, perceived support provided by the partner, and their own critical and
avoidant behaviors were related in the predicted direction with partners’ mental well-being. Similarly, partners’
perceptions of illness uncertainty and perception of support provided by the partner were related in the predicted
direction with patients’ mental well-being. These relations provide evidence of the importance of studying the
QOL of the patient and the partner in unison. Indeed, there existed several positive relationships between patient
and partner QOL in various domains across the assessment points.

In general, while the main study predictions were upheld at the bivariate level, support for the study
predictions were not as strongly and consistently supported, especially in the prospective, multivariate analyses.
In part, this may be due to the rather stringent and conservative set of analyses posed. Specifically, in each of
the multivariate regression models, the prior level of the outcome of interest served as a covariate (e.g.,
predicting one-month mental health controlling for baseline mental health). Thus, in essence, our models
predicted changes in the outcome of interest rather than absolute levels. Nonetheless, several noteworthy trends
were found in these multivariate analyses. For example, within patients, and even more within partners,
nonsupportive behaviors were more consistently related to perceptions of support than illness uncertainty (ie.,
more perceived support was related to less nonsupportive behaviors). Further, the mental health of the patient
and especially that of the partner were most consistently related to level of own nonsupportive behaviors
(patient and partner) as well as being the target of nonsupportive behaviors (for partners only). Less consistent
relations were found for illness uncertainty.

23




Table 1: Demographics.

Variable

Baseline (total participants)

Patients (n=186)

Partners n=166)

Patients (n=113)

All 4 timepoints
Partners (n=99)

Education Level
Grade school

Some high school
High school graduate
Some college
College graduate
Graduate education
Blank

Race/ethnicity

White, not Hispanic
Black/African-American
Hispanic

American Indian/Alaskan
Asian/Pacific Islander
Hawaiian native

Marital Status
Never married
Married
Separated
Divorced
Widowed

Socioeconomic Status
- $0-$4,000
$4,001-%$9,000
$9,001-$18,000
$18,001-$30,000
$30,001-$40,000
$40,001-$50,000
$50,001-$60,000
Above $60,000

Blank

Age

Mean

Min

Max

Max2 (exc. WW patients)

5
20
33
31
45
51

160
21

o -~ W

158

11

11
22
22
17
24
7

2.7%
10.8%
17.7%
16.7%
24.2%
27.4%

0.5%

86.1%
11.3%
0.5%
1.6%
0.5%
0.0%

3.2%
84.9%
22%
5.9%
3.8%

0.5%
2.7%
5.9%
11.8%
11.8%
9.2%
12.9%
41.4%
3.8%

63.0
43.8
80.9
76.8

2
12
33
59
36
24

145

o O h

168

N OO

17
18
15
21
19
62

1.2%
7.2%
19.9%
35.5%
21.7%
14.5%
0.0%

87.4%
9.0%
1.2%
2.4%
0.0%
0.0%

0.6%
95.2%
0.0%
3.0%
1.2%

1.2%
2.4%
10.3%
10.9%
9.0%
12.7%
11.4%
37.3%
4.8%

60.5
3356
87.2
87.2

3
10
19
22
34
25

101
11

O O =

14
1"
13
20
45

2.7%
8.8%
16.8%
19.5%
30.1%
221%
0.0%

89.4%
9.7%
0.0%
0.9%
0.0%
0.0%

1.8%
89.4%
0.9%
4.4%
3.5%

0.0%
2.7%
4.4%
12.4%
9.7%
11.5%
17.7%
39.8%
1.8%

63.1
44.5
80.9
76.1

22
37
20
13

88
10

O O -

(o]

96

- N O

13
10

14
15
31

0.0%
7.1%
22.2%
37.4%
20.2%
13.1%
0.0%

88.9%
10.1%
0.0%
1.0%
0.0%
0.0%

0.0%
96.9%
0.0%
2.0%
1.1%

2.0%
2.0%
13.1%
10.1%
9.1%
14.2%
15.2%
31.3%
3.0%

60.0
33.5
75.2
75.2
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Table 2: Means and Alphas for Main Study Variables for Patients Across Time Points.

Scale Mean Scale Alpha

Variable Baseline 1-month  6-Months  12-Months F Base 1M 6M 12M
Uncertainty (n=107) 115.6, 120.9, 124 .4, 127.64 24.6%* .91 .94 92 94
Perceived Control (n=111) 54, 1.4, 5.2, 6.3; 46.0* 64 62 .62 .68
Social Support
Overall (n=102) 40.2, 39.6, 37.8, 38.3, 9.9 85 .87 .88 .90
Action-Facilitating (n=103) 7.0, 7.2, 6.7, 6.8y 8.9"* .80 .82 .88 .88
Comfort (n=103) 10.0, 9.8, 9.3, 9.4, 8.3** .54 .69 .65 .85
Negative Behaviors
Overall (n=101) 19.8, 20.5, 21.8; 21.6, 5.7 .85 .87 .88 .90
Avoidant (n=101) 9.9, 10.7pq 11.5; 11.2¢4 9.1 .63 75 .80 .84
Critical (n=101) 6.9 6.9 7.1 7.2 0.4 .65 77 74 66
Quality of Life (domains)
Physical Functioning 90.5, 60.1, 87.0, 88.7 5 81.2** .93 .88 92 .93
(n=113)
Role Limitations 75.4, 10.9, 69.9,. 71.62a¢ 120.3*** .90 71 90 .89
(physical) (n=112)
Role Limitations 72.0, 28.5 78.5, 78.84¢ 74.3*** .86 .58 .81 .82
(emotional) (n=110)
Energy/Fatigue (n=112) 35.1, 23.8; 34.4,, 35.04¢ 21.6** .90 .84 90 91
Perceived Pain (n=112) 89.5, 58.6y 86.0, 87.2, 71.6* 85 .84 .84 .88
Social Integration (n=111) 83.9, 54.8, 87.4, 89.0,¢ 55.0"** .89 .82 93 .86
Emotional Well-being 76.9 77.3 78.7 80.6 2.6 .85 .85 .87 .87
(n=113)
General Health (n=112) 71.4 72.8 71.9 73.6 1.6 .84 .86 .89 .88
Prostate-Specific QOL
Incontinence (n=109) 91.2, 431y 72.6 79.24 111.6*** .74 .85 .87 .90
Bowel Dysfunction (n=109) 88.8, 74.8, 84.7, 87.2, 22.0"™ 76 .58 .68 12
Sexual Dysfunction 61.0, 10.5, 19.0, 24.84 113.5** 92 .83 .86 .89

(n=109)

Note. Means are for patients who completed all time point

*p<.05, ** p<.01, *** p<.001.
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Table 2 (continued): Means and Alphas for Main Study Variables for Partners Across Time Points.

Scale Mean Scale Alpha

Variable Baseline  1-month 6-Month 12-Month F Base 1M 6M 12M
Uncertainty (n=95) 111.0, 115.2p 118.8, 121.94 22.6™* .88 92 94 93
Perceived Control (n=93) 4.8, 3.4, 5.3, 5.5, 9.0™* .57 .70 .76 .62
Social Support
Overall (n=93) 394, 36.9p 36.5¢ 36.7, 14.4** 88 92 94 93
Action-Facilitating (n=99) 6.9, 6.3y 6.6, 6.6, 8.9*** .82 .83 89 .87
Comfort (n=99) 10.0, 9.1, 9.2, 9.2, 16.0*** .74 .82 .87 85
Negative Behaviors
Overall (n=94) 16.6, 18.3, 19.8, 19.6, 12.9*** 76 .86 .88 .88
Avoidant (n=95) 8.3, 9.1y 10.0, 10.1¢ 1.1 .80 .78 84 82
Critical (n=97) 5.8, 6.6, 6.9, 6.8 10.3*** 74 80 .78 .78
Quality of Life (domains)
Physical Functioning (n=96) 82.5 79.7 79.0 79.5 22 .92 93 93 .93
Role Limitations 69.2 65.8 63.7 65.0 0.6 .84 .86 .87 .89
(physical) (n=95)
Role Limitations 7434 65.6, 74.3p 77.4, 2.8* .76 a5 .7 .82
(emotional) (n=96)
Energy/Fatigue (n=96) 31.0 31.0 29.0 29.2 23 .88 90 A .93
Perceived Pain (n=95) 73.1 70.9 69.8 70.7 0.8 .90 .88 .91 .92
Social Integration (n=95) 80.6, 75.0p 81.4, 79.7 5 2.8* .85 .89 93 .95
Emotional Well-being 71.3 72.1 73.2 74.7 2.2 .85 .84 90 .88
(n=97)
General Health (n=96) 68.7 68.2 67.0 66.7 0.4 .87 .88 90 .87

Note. Means are for partners who completed all time points. Means with different lettered subscripts differ at p <.05.

*p<.05, ** p<.01, *** p<.001.
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Table 3: Means and Alphas for Main Study Variables for Dyads Across Time Points.

Scale Mean
Variable Baseline t 1-month t 6-Month t 12-Month t F
Uncertainty (n=96)
Patients 116.0, 2.9 120.7, 3.6 1241, 2.7 127.0, 2.6* 17.5"*
Spouse/partner 111.7, 115.7, 119.7, 122.8y
Perceived Control (n=93)
Patients 54 1.2 1.3, 4.7 52 <1.0 6.2 1.1 16.2***
Spouse/partner 4.8 3.5 5.5 57
Social Support
Overall (n=91)
Patients 405 1.4 40.0, 5.5%*  38.2 2.3* 38.7, 3.0 115"
Spouse/partner 39.4 37.1, 36.8, 37.0p
Action-Facilitating (n=98)
Patients 7.0 1.0 7.2 8.0*** 6.7 -1.0 6.8 -14 12.7***
Spouse/partner 6.9 6.3 6.6 6.7
Comfort (n=98)
Patients 10.1 <1.0 9.8 3.8* 9.4 <1.0 9.4 1.2 10.0**
Spouse/partner 10.1 9.2 9.2 9.2
Nonsupportive Behaviors
Overall (n=92)
Patients 19.6 6.1 204 3.2* 21.5 26 216 2.8* 1214
Spouse/partner 16.6 18.4 19.7 19.7
Avoidant (n=93) 9.8 4.8 10.6 3.9 114 3.2 112 26 1.7
Patients 8.3 9.2 10.0 10.2
Spouse/partner
Critical (n=95)
Patients 6.9 4.9 6.8 <1.0 7.1 <1.0 7.2 2.0* 8.1
Spouse/partner 5.9 6.6 6.9 6.8

Note. Means with different lettered subscripts within time point are significantly different.
*p<.05, **p<.01, ***p<.001
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Table 3 (continued): Means and Alphas for Main Study Variables for Dyads Across Time Points.

Scale Mean
Variable Baseline t  1-month t  6-Month t  12-Month t F
Quality of life (domains)

Physical Functioning (n=95)
Patients 90.7 3.2 608 6.8** 88.1 3.5 89.0 4.0*** 32.8"**
Spouse/partner 82.9 79.9 79.1 79.6

Role limitations

(physical) (n=94)

Patients 75.5 1.2 10.6 12.9*** 71.5 1.5 71.3 1.2 57.8***
Spouse/partner 69.9 66.5 64.1 64.9

Role limitations

(emotional) (n=93)

Patients 72.6 <1.0 25.8 8.9 79.2 <1.0 80.6 <1.0 44 9™
Spouse/partner 75.3 66.3 75.3 78.1

Energy/Fatigue (n=95)
Patients 35.4 3.1 240 4.0 35.1 4.2*** 34.9 4.2** 1.2
Spouse/partner 30.9 31.1 28.8 29.3

Perceived Pain (n=94)
Patients 89.2 6.2"** 57.8 4.2%**  86.1 5.4*** 87.9 6.8*** 39.8***
Spouse/partner 72.9 71.2 70.2 70.9

Social Integration (n=93)
Patients 84.6 1.3 55.8 6.3*** 882 1.9 90.2 3.8 21.4*™
Spouse/partner 81.6 76.3 82.9 81.2

Emotional well-being (n=96)
Patients 77.2 3.1 776 2.8** 791 2.6 81.2 3.0 37"
Spouse/partner 71.8 72.7 73.9 75.1

General health (n=95)
Patients 70.9 <1.0 72.5 1.52 72.0 1.9 73.8 3.0 1.9
Spouse/partner 69.2 68.8 67.8 67.2

Qverall Mental (n=88)
Patients 49.6 -1.0 45.2 1.85 53.3 -1.7 53.0 -1.9 13.5%**
Spouse/partner 48.4 47.3 50.3 50.6

Overall Physical (n=88)
Patients 52.8 -3.4** 384 7.81*** 50.7 -3.3** 51.3 -4.2*** 62.6™*
Spouse/partner 48.9 47.8 46.7 46.5

Note. Means with different lettered subscripts within time point are significantly different.

*p<.05, *p<.01, **p<.001

28




Table 4: Correlation of Patients’ Level of Uncertainty and Perceived Control.

Patient Perceived Control

Patient Uncertainty Baseline 1-month 6-month 12-month
Baseline 49T .36 .36 39+
1-month 37 54> 42 36
6-month 24 357 56 53
12-month 38" 31 57 B3

*p<.05, *p<.01, ***p<.001

Table 5: Correlation of Partners’ Level of Uncertainty and Perceived Control.

Partner Perceived Control

Partner Uncertainty Baseline 1-month 6-month 12-month
Baseline 49 347 427 29**
1-month - Roy .39** 36"
6-month 440 .38** 56+ .50***
12-month .36%** 27 45 52+

*p<.05, **p<.01, **p<.001
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Tables 6: Correlations Between Patients’ Uncertainty and Partners’ Perceived Control.

Patients’ Uncertainty

Baseline 1-month 6-month 12-month
Partner Control
Baseline 22** 27 24* 27
1-month 39%* 40 33F .24*
6-month 18 .29 .28 .26™"
12-month A4 A2 27 Ch

*p<.05, **p<.01, ***p<.001

Tables 7: Correlations Between Partners’ Uncertainty and Patients’ Perceived Control.

Partners’ Uncertainty

Baseline 1-month 6-month 12-month
Patient Control
Baseline 31 .28** 31 32
1-month .18 34%+* A7 .18
6-month .20* 31 327 25*
12-month .28** 34 .39+ .38***

*p<.05, **p<.01, ***p<.001
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Table 8:

Relations Between Patient Perceptions of Control, Uncertainty, and Domains of Social Support.

Patient Perception of Partner Support

Action-facilitating Comfort

Patient Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Baseline

Control 29%** 18 325 20" 32%** .03 29** .28**

Uncertainty 37 23 29** A7 39** 19 29** 26**
1-month

Control -.05 .07 .15 -.02 .09 12 .15 .06

Uncertainty 32%** .28** .30** 13 35 33*** 31 .29
6-month

Control 23* .19* .34%** .20* 34%*> .18 A1 .38%**

Uncertainty 39%** ABY 37 .34%** .36%** 4% A46%** 43
12-month

Control 22% 21 21 29*F .25%* .20 27 7S Rl

Uncertainty .30* .38*** .38 3 .28** .29 .36%** 43
*p<.05, **p<.01, ***p<.001
Table 9:
Relations Between Partner Perceptions of Control, Uncertainty, and Domains of Social Support.

Partner Perception of Patient Support
Action-facilitating Comfort

Partner Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Baseline

Control 31 34% 33 28** .36%** .33%** .38*** .23"*

Uncertainty 19* 33 .38*** A1 27 .34%** 43 407
1-month

Control -.09 A2 .06 -.07 -.02 A1 .10 -.06

Uncertainty .16 A2%* A40*** 22 19 37 427 .28**
6-month

Control A7 .18 20" .06 23" 13 25 .10

Uncertainty .19 38* 34 .24* 23* 31 37 28
12-month

Control 10 18 .16 .15 .20 .13 23" 12

Uncertainty .25* .25** 33 .25 31 21* 33 .28**

*p<.05, **p<.01, ***p<.001
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Table 10:

Relations Between Patients’ Domains of Social Support and Partners’ Perceptions of Control and Uncertainty.

Action-facilitating

Patient Perception of Partner Support

Comfort

Partner Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Baseline
Control 28*** .16 32* .15 30%** 19* A7 21*
Uncertainty 28*** A7 22% A7 .24** 15 A7 22"
1-month
Control 27 26** 29%* 14 3 .20* 20" .16
Uncertainty 3 .18* 29** .19 33%* 23" 29%* 32%**
6-month
Control 27 27 .18 .14 .24* .16 .08 14
Uncertainty 35*** 35*** .30** 27 357+ 31FF .29** .36%**
12-month
Control 197 22* 23 .24* .22 14 .20 .26™*
Uncertainty .18* 21 23* .20* 21 .18 A7 31

*p<.05, **p<.01, ***p<.001

Table 11:

Relations Between Partners’ Domains of Social Support and Patients’ Perceptions of Control and Uncertainty.

Partner Perception of Patient Support

Action-facilitating Comfort

Patient Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Baseline

Control 11 .08 10 11 21* A1 .18 13

Uncertainty .06 22* .16 13 A7 13 13 .07
1-month

Control -.09 12 .06 -.07 -.02 1 10 -.06

Uncertainty .16 A2% AQ* 22%** 19* 37 427 .28**
6-month

Control A7 .18 .20* .06 23" .13 .25 10

Uncertainty 19 .38*** 34%** 24* .23* 3 37 28**
12-month

Control 10 .18 .16 15 .20* K 23" .12

Uncertainty 25 25** 33*** .25** 31 21* 33 .28**

p<.05, #*p<.01, *p<.001
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Table 12: Correlation Between Patients’ Level of Uncertainty and Nonsupportive Behaviors.

Patients’ Nonsupportive Behaviors Towards Partner

Baseline 1-month 6-month 12-month
Patient Uncertainty Avoid  Critical Avoid  Critical Avoid  Critical Avoid Critical
Baseline -14 -19* -17 -.24* -15 -.16 -.20* -.24*
1-month -22" =27 -.23* -.26™ -21" -.25* -29** -.32™
6-month =33 .20 b-.34*** =31 =33 37 =51 -.38™*
12-month -.24* -.18 -.24* -13 -30**  -25™ ~44r L 32

*p<.05, **p<.01, **p<.001

Table 13: Correlation Between Partners’ Level of Uncertainty and Nonsupportive Behaviors.

Partners’ Nonsupportive Behaviors Toward Patient

Baseline 1-month 6-month 12-month
Partner Uncertainty Avoid  Critical Avoid  Critical Avoid  Critical Avoid Critical
Baseline -17* .00 -.22% -.19 - 457 -30™ =417 -.23*
1-month -13 -.07 -26™ =217 =377 -25* -.36*** -.26™
6-month -.24* -.06 -26™  -.09 ~41 -28* =37 -.34™*
12-month -19 .02 =21 .02 -34*  -19 =37 -.25"

*p<.05, **p<.01, ***p<.001
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Table 14: Correlation Between Patients’ Nonsupportive Behaviors and Partners’ Uncertainty.

Patients’ Nonsupportive Behaviors Toward Partner

Baseline 1-month 6-month 12-month
Partner Uncertainty Avoid  Critical Avoid  Critical Avoi Critical Avoid Critical
Baseline -08 -14 -22% 22" -15 -15 -26™  -30™
1-month =21 =27 -28* -27 -23*  -30™ =337 =32
6-month =27 -19 -25™ -25% =27 =31 -39%* 37
12-month -17  -.02 -11 -.06 =21 =21 =33 27

Note. Nonsupportive behaviors refer to patients’ acts towards the partner.
*p<.05, **p<.01, ***p<.001

Table 15: Correlation Between Partners’ Nonsupportive Behaviors and Patients’ Uncertainty.

Partners’ Nonsupportive Behaviors Towards Patient

Baseline 1-month 6-month 12-month
Patient Uncertainty Avoid  Critical Avoid  Critical Avoid  Critical Avoid Critical
Baseline -1 -.10 -03  -09 -.24* -.09 -14 -.08
One-month =12 -04 =21 -18 -367* -7 =27 =227
Six-month -17  -03 -15 0 -1 =31 -2 -.22" -.09
Twelve-month -23*  -07 -.20*  -.06 =31 -20* -27  -09

Note. Nonsupportive behaviors refer to patients’ acts towards the partner.
*p<.05, **p<.01, ***p<.001
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Table 16:
Correlations Between Patients’ Overall and Domains of Social Support and Domains of Nonsupportive Behaviors.

Patient Nonsupportive Behaviors Toward Partner

Baseline 1-month 6-month 12-month

Patient Variables Avoid  Critical Avoid  Critical Avoi Critical Avoid Critical
Baseline (support)

Overall - 42%* - 35 -35%* - 43 S4B - 47 - Bh* - 48™

Action-facilitating -32% L34 -.25** -.38*** S3R 4AT L A4 - 44

Comfort -39% - 33 -35%%  -447* SABRTY _44%x 52V L 46%
1-month

Overall - 44*r 37 -48** - B S B2¥F 4B - 44 -39

Action-facilitating -.35%**  -30™ - 45%F . 45 SATER 427 L 437 - 38T

Comfort = A45F 4 - 49X L Bp* SB1ERR L ATY L 43M - 40
6-month

Overall -52¥* - 36%* - 47 238" - B2%F* 7Y L BgF 45T

Action-facilitating -45%* - 38** 427 3 -53***  _50**  -51%* 37

Comfort -48*** 36" - 48* - 44" - B4*** - B0** BT 45
12-month

Overall 4 - 45%* . 28* =36 -29* - B2**  _BHM* L G3F* - 48*

Action-facilitating -.39%  -28* -.26™* -.18 S B3F 47 - 60M -40™

Comfort - 48 31 - 45% . 38 -B8** - g2 -B3** - 54r*

*p<.05, *p<.01, **p<.001
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Table 17:
Correlations Between Partners’ Overall and Domains of Social Support and Domains of Nonsupportive Behaviors.

Partner's Nonsupportive Behaviors Towards Patient

Baseline 1-month 6-month 12-month

Partner Variables Avoid  Critical Avoid  Critical Avoid  Critical Avoid Critical
Baseline (support)

Overall =44 30" -.32* -.30** S50 - 38 -43** -30*

Action-facilitating -39% -3 -.20% -.25** -40%*  -28* -34% 347

Comfort - 43 22% -.36™* -28* S5 37T - 45 - 28"
1-month

Overall - 42% - 32v* -52%* - 50** -56* -49** - 50**  -35%

Action-facilitating =44 35%* -46% - 40% - BE*E 46 AT 29

Comfort =35 -24* -.54%* 51T -BB*T - 43 L5 35
6-month

Overall 4T 33 =33 .21 S BOFF* L ABYx U BT 44**

Action-facilitating -40™*  -24* -.25" -14 S B4r 40 .43 - 36

Comfort 4R 33 - 427 25% - B2* - 46** BT . 45%
12--month

Overall =417 230 -.36™* -.28* 61 _46™* -63** .52

Action-facilitating - 43 =27 -.32*** -.24** -.58*** - 43" -.B62*** - 47

Comfort -.387**  -30* -40™* - 30 - B4 4T . G5 . 55F

*p<.05, **p<.01, ***p<.001
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Table 18:
Correlations between Patients’ Nonsupportive Behaviors and Partners’ Overall and Domains of Social Support.

Patients’ Nonsupportive Behaviors Toward Partner

Baseline 1-month 6-month 12-month

Partner Variables Avoid  Critical Avoid  Critical Avoid Critical Avoid  Critical
Baseline (support)

Overall -23* -21% -.28** -.25% S 35F 37 L A40MY - 44%

Action-facilitating S27* -.28% =27 -.28™" 237 37 L33 - 40

Comfort -22** -.20* -.22* -23* =31 -32% .38 41
1-month

Overall -.28** -.33** 237 - 44% -23* -35% - 36 -36™*

Action-facilitating 23 37 3 44 -.25™ S38 33 -36%

Comfort -.26** -.32%** -.35% L 417 -.25** 233 _39** - 35"
6-month .

Overall =31 -.29** =31 -.32%* 2.38%* - 45% L 427 - 45"

Action-facilitating =23 -.26™" -.23* -.26™* -.25™ S 37 - 20" =37

Comfort =31 -.29* S34% L33 S A40%% 447 L 45 J 44
12-month

Qverall =31 =21 -.33% 31 S 30F 4R 427 41

Action-facilitating -31* - 27 =27 -.26™ S38F L 44Mr L 427 - 40™

Comfort =31 -25™ -.34% L 36 S 35% L 43% - 42 - 46™

*p<.05, **p<.01, ***p<.001
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Table 19:
Correlations between Partners’ Nonsupportive Behaviors and Patients’ Overall and Domains of Social Support.

Partners’ Nonsupportive Behavior Toward Patient

Baseline 1-month 6-month 12-month

Patient Variables Avoid  Critical Avoid  Critical Avoid  Critical Avoid Critical
Baseline (support)

Overall -.19* -10 -.20* -.25™ =35 - 29%* -33* . 30*

Action-facilitating -.19* -.07 -17 =27 -.25* =23 -.26™* -.20*

Comfort -.18* -13 -.24* -.20%* S 4R L 32% L 36M -30%
1-month

Overall =337 -14 =337 -26™ 4T 36T S 34 - 26

Action-facilitating -36** -14 -.26** =27 -4 L 33F - 20% =21

Comfort =35 . 20% -32%* .26™ S 447 37 L3 .28
6-month

Overall -.25% -.14 =217 -.30** SA42FF AR L 40M - 29

Action-facilitating -.28** -15 -.18 -21* -33 - 29 -.34** . 25*

Comfort -.20% -.14 -.25%* =33 S A46FF 41 - 407 28
12-month

Overall -.29** -.15 -15 -.16 S39% L 44% L 43T L 32%

Action-facilitating -.25% -10 -.03 -1 -.26** S34x L340 - 28

Comfort -.32* -.18 -.24* -.23* S48 -45M L 47 L35

*p<.05, **p<.01, **p<.001
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Table 20:

Regression Analyses Predicting Patients’ Avoidant Behaviors from lliness Uncertainty and Domains of Social Support

Model

Patient Avoidant Behaviors Toward Partner

Baseline AdjR? 1-month AdjR?® 6-month AdjR* 12-month AdjR?

Baseline
Avoidant behaviors (baseline)
Uncertainty
Action-facilitating support
Comfort support

1-month
Avoidant behaviors (baseline)
Avoidant behaviors (1-month)
Uncertainty
Action-facilitating support
Comfort support

6-month
Avoidant behaviors (1-month)
Avoidant behaviors (6-months)
Uncertainty
Action-facilitating support
Comfort support

12-month
Avoidant behaviors (6-months)
Uncertainty
Action-facilitating support
Comfort support

i 1 5***

.56***

-38***

54+

.58***

Note. Only significant relationships are reported.

*p<.05, *p<.01, **p<.001
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Table 21:

Regression Analyses Predicting Patients’ Critical Behaviors from lliness Uncertainty and Domains of Social Support.

Model

Patients’ Critical Behaviors Toward Partner

Baseline AdjR? 1-month AdjR® 6-month AdjR® 12-month AdjR?

Baseline

Critical behaviors (baseline)

Uncertainty
Action-facilitating support
Comfort support

1-month

Critical behaviors (baseline)
Critical behaviors (1-month)

Uncertainty
Action-facilitating support
Comfort support

6-month

Critical behaviors (1-month)
Critical behaviors (6-months)

Uncertainty
Action-facilitating support
Comfort support

12-month

Critical behaviors (6-months)

Uncertainty
Action-facilitating support
Comfort suport

—_—— . 1 3***

38"

‘35***

34

A1

N Rl

48**

B4+ 5T

Note. Only significant relationships are reported.

*p<.05, **p<.01, ™*p<.001
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Table 22:
Regression Analyses Predicting Partners’ Avoidant Behaviors from lliness Uncertainty and Domains of Social Support.

Partners’ Avoidant Behaviors Toward Patient

Model Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR’
Baseline
Avoidant behaviors (baseline) --- 18 A40%* 10 -—- - - ---

Uncertainty --- -
Action-facilitating support - -
Comfort support -.16* - —

1-month
Avoidant behaviors (baseline) - - 31 26™* - 43%* — —
Avoidant behaviors (1-month) - --- BO*** —
Uncertainty - - - -
Action-facilitating support - ‘ - -.22* -
Comfort support --- =31 - -

6-month
Avoidant behaviors (1-month) --- - - RSN R - VA - .50
Avoidant behaviors (6-month) .64***
Uncertainty - - - ---
Action-facilitating support --- - -.26™ ---
Comfort support - - - -.28*

12-month
Avoidant behaviors (6-months) --- --- - --- --- - A49F B5eT*
Uncertainty - ---
Action-facilitating support - - - -
Comfort support --- -—- - -.35*

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001
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Table 23:

Regression Analyses Predicting Partners’ Critical Behaviors from lilness Uncertainty and Perceptions of Patient Support

Partners’ Critical Behaviors Toward Patient

Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month Adj R’

Model

Baseline
Critical behaviors (baseline) .05* A3FFr 5x — —
Uncertainty - - - —

Action-facilitating support
Comfort support

1-month
Critical behaviors (baseline)
Critical behaviors (1-month)
Uncertainty
Action-facilitating support
Comfort support

6-month
Critical behaviors (1-month)
Critical behaviors (6-month)
Uncertainty
Action-facilitating support
Comfort support

12-month
Critical behaviors (6-months)
Uncertainty
Action-facilitating support
Comfort support

.38*** -30*** —

— —— .49***

48

A48 46"

Note. Only significant relationships are reported.

*p<.05, *p<.01, ***p<.001
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Table 24:

Regression Analyses Predicting Patients’ Avoidant Behaviors from Partners’ lliness Uncertainty and Partners’

Perception of Patients’ Action-facilitating and Comfort Support.

Model (Partner variables)

Patients’ Avoidant Behaviors Toward Partner

Baseline AdjR?® 1-month AdjR® 6-month AdjR® 12-month AdjR’

Baseline
Avoidant behaviors (baseline)
Uncertainty
Action-facilitating support
Comfort support

1-month
Avoidant behaviors (baseline)
Avoidant behaviors (1-month)
Uncertainty
Action-facilitating support
Comfort support

6-month
Avoidant behaviors {1-month)
Avoidant behaviors (6-months)
Uncertainty
Action-facilitating support
Comfort support

12-month
Avoidant behaviors (6-months)
Uncertainty
Action-facilitating support
Comfort support

86" 40 -

B6™ 44

34

420

A7

AT

Note. Only significant relationships are reported.

*p<.05, *p<.01, **p<.001
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Table 25:
Regression Analyses Predicting Patients’ Critical Behaviors from Partners’ liness Uncertainty and Partners’ Perceptions
of Patients’ Action-facilitating and Comfort Support.

Patients’ Critical Behaviors Toward Partner
Model (Partner variables Baseline AdjR? 1-month AdjR® 6-month AdjR® 12-month AdjR’
] J

Baseline
Critical behaviors (baseline) .08** 48*F* QgrrE — — —
Uncertainty — —— - —
Action-facilitating support -.25" - - —
Comfort support - -

1-month
Critical behaviors (baseline) - - .38 38" - 36 - -
Critical behaviors (1-month) --- - 4OrF* —
Uncertainty
Action-facilitating support -
Comfort support -.26* —

6-month
Critical behaviors (1-month) --- --- --- --- A5 43 -- 56***
Critical behaviors (6-months) --- - - .69***
Uncertainty - --- - -
Action-facilitating support - - - ---
Comfort support --- -31*

12-month
Critical behaviors (6-months) --- --- --- - --- --- .69***  56**
Uncertainty - — - —
Action-facilitating support - - - —-
Comfort suport -

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001
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Table 26:

Regression Analyses Predicting Partners’ Avoidant Behaviors from Patients’ lliness Uncertainty and Patients’

Perceptions of Partner Action-facilitating and Comfort Support.

Model (Patient variables)

Partners’ Avoidant Behaviors Toward Patient

Baseline AdjR® 1-month AdjR® 6-month AdjR’ 12-month AdjR®

Baseline

Avoidant behaviors (baseline)
Uncertainty

Action-facilitating support
Comfort support

1-month

Avoidant behaviors (baseline)
Avoidant behaviors (1-month)
Uncertainty

Action-facilitating support
Comfort support

6-month

Avoidant behaviors (1-month)
Avoidant behaviors (6-month)
Uncertainty

Action-facilitating support
Comfort support

12-month

Avoidant behaviors (6-months)
Uncertainty

Action-facilitating support
Comfort support

.67***

.36

40**

A4

657 41

AT

RN R

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001
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Table 27:
Regression Analyses Predicting Partners’ Critical Behaviors from Patients’ liness Uncertainty and Patients’ Perceptions
of Partner Action-facilitating and Comfort Support.

Partners’ Critical Behaviors Toward Patient

Model (Patient variables) Baseline AdjR?® 1-month AdjR’® 6-month AdjR® 12-month AdjR®
Baseline

Critical behaviors (baseline) .02 A48 Q7 - -

Uncertainty - - - —

Action-facilitating support —
Comfort support -

1-month
Critical behaviors (baseline) --- - A40F 227 36" ---
Critical behaviors (1-month) --- - 49 -
Uncertainty - ——
Action-facilitating support =31 -
Comfort support —

6-month
Critical behaviors (1-month) - - - - 55%* 44% - .56
Critical behaviors (6-month) --- --- - 69***
Uncertainty - —
Action-facilitating support - —
Comfort support -

12-month
Critical behaviors (6-months) --- --- --- --- --- --- 58 40
Uncertainty — -
Action-facilitating support - -
Comfort support ---

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001
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Table 28:
Spearman Correlations Between Patient Uncertainty and Overall Mental and Physical Well-being (standardized).

Patient Mental Well-being Patient Physical Well-being
Patient Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Uncertainty
Baseline 32%** 35% 37 .20% .36%** BCH R .34+ 32%**
1-month 44> 54x* .38*** 34*** .28** 397 .36** .34***
6-months .35%* 35%** A8%** 43%** .33*** 21* AT .38***
12-months .28** .28** 43% 38*** A4* 28** A48*** 55

*p<.05, **p<.01, **p<.001

Table 29:
Spearman Correlations Between Partner Uncertainty and Overall Mental and Physical Well-being (standardized).

Partner Mental Well-being Partner Physical Well-being

Partner Baseline 1-month 6-month 12-month  Baseline 1-month 6-month  12-month

Uncertainty

Baseline 34> .38 A7 52x* 16 .20* 33 .26”
1-month 22* 33" .26™ 297 A7 .16 25** 15
6-months 24> .26 18 39 .06 14 25% 16
12-months .08 14 .16 347 27 24> 40%** 25**

*p<.05, **p<.01, ***p<.001
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Table 30:
Spearman Correlations Between Patient Nonsupportive Behaviors and Overall Mental and Physical Well-being

(standardized).

Patient Mental Well-being Patient Physical Well-Being
Patient Nonsupportive Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Behaviors
Overall Nonsupportive
Baseline -49% - 40% - 45™ - 456 -1 .07 -.05 -.02
1-month -39 S 39 S 42m 42 -.02 .05 -.02 .05
6-months -39% - 32% BT LB -.10 .00 -.13 .07
12-months -38** 33 47 55 -.07 .01 -.19 -17
Avoidant
Baseline - 45 J37F O -437 S48 -.08 14 -.04 .01
1-month -.35%** -32% L 39F - 45™ -.01 .05 -.06 .02
6-months =34 - 29™ -52Fr - 49™ -.09 .03 -.16 -.06
12-months -.39%* =34 47 B8 -.07 .02 -.22* -.18
Critical
Baseline S 47 L3737 32 -12 .02 -.04 -.01
1-month S 37 40T -400 -327 -.04 .03 .02 .06
6-months =37 =33 -56%*  -45* -.06 -.01 -.07 -.07
12-months =27 -23* -.39* - 417 =11 -.06 -10 -19*

Note. Nonsupportive nehaviors represent patients’ acts toward the partner.
*p<.05, **p<.01, ***p<.001
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Table 31:
Spearman Correlations Between Partners’ Nonsupportive Behaviors and Overall Mental and Physical Well-being

(standardized).

Partner Mental Well-being Partner Physical Well-Being
Partner Nonsupportive Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Behaviors
Overall Nonsupportive
Baseline -30%* 27 =27 =217 -.06 .00 -.06 -.04
1-month -.29™* -48*  -20* -.22* 10 16 .09 .07
6-months =33 -50** - 33 .44 -.09 -.04 -.15 -14
12-months -.24* -4 27 -.49* .01 .06 -.02 .01
Avoidant
Baseline -.22** =27 -19 -.19 -.08 -.06 -1 -.15
1-month -.26** - 40 -22¢ -.22% .05 16 .02 -.02
6-months -27* S 45%r g -.35%* -14 -.07 -.16 -17
12-months -.29** - 47 - 30" .49+ -.09 .03 -1 -.07
Critical
Baseline -.25" 22* 26™ -17 .05 1 .06 A2
1-month -.25** -.48" 18 -.23* A5 A19* 15 A3
6-months -.30 - 44% L 20™ -4 .00 -.03 -.10 -.06
12-months -.26™ -40*  -23* -.40™* A2 .07 .03 .04

Note. Nonsupportive behaviors represent partners’ acts toward the patient.
*p<.05, **p<.01, **p<.001
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Table 32:
Spearman Correlations Between Patients' Overall Mental and Physical Well-being (standardized) and Partners’
Nonsupportive Behaviors.

Patient Mental Well-being Patient Physical Well-Being

Partner Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Nonsupportive

Baseline -.15 -.04 -12 -.19 -12 .03 -.05 -.05

1-month =217 -.14 -.19 -.09 .06 -10 -.01 -.07

6-months -.29 -.18 -.28 -25 -14 -17 -.15 -21*

12-months =21 -12 -12 -15 -.07 -.09 -10 -11
Avoidant

Baseline -.19* -.06 -13 -19 -22* -.03 -15 -.16

1-month -.18 -17 -.15 -.07 -.02 -.11 -.10 -.15

6-months -.26* -17 =21 -.24* -.16 -14 -17 -.20*

12-months -21* -.15 -.18 -.20* -.08 -.03 -10 -12
Critical

Baseline -.10 -.02 -12 -.16 .01 .06 .04 .07

1-month -19* -.08 -.16 =11 .14 -.05 .06 .03

6-months -.18 -.09 -.29™* -.20% -.04 -13 -.06 -.15

12-months -.19 -.05 -12 -12 .02 -10 -.08 -11

Note. Partner nonsupportive behaviors refer to partners’ acts toward the patient.
*p<.05, **p<.01, ***p<.001
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Table 33:
Spearman Correlations Between Patients’ Nonsupportive Behaviors and Partners’ Overall Mental and Physical
Well-being (standardized).

Partner Mental Well-being Partner Physical Well-Being

Patient Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Nonsupportive

Baseline =31 =33 -21* =31 .04 -.03 .02 -13

1-month =32 -.39%** -.34*** -.35% .07 .02 -.05 -.03

6-months -.20" -.26™* -.32* -.34%* -.14 -12 -.10 -.18

12-months -.24* -.32% -.26™* - 43*** -13 -17 -.18 -.18
Avoidant

Baseline -.30™* -.26™ -.22* =27 .00 -.02 -.02 -13

1-month -.32" -39 =33 -.34** .04 .02 -.06 -.02

6-months -.16 -.24> -.32* -.32** -17 -.10 -.10 -17

12-months -.24* -.32% -.28** - 43 -.14 -.15 -.18 -.19
Critical

Baseline -.29™* -.34*** -17 -.28™ 10 -.04 .07 -.09

1-month -.26™* =320 -.23* -27* 15 .05 .00 .00

6-months -.25* =27 =27 -39+ -.08 -.16 -.10 -.16

12-months -.18 -.29™ -.20* -.38*** -.16 -.22% -.20* -.19*

Note. Patient nonsupportive behaviors refer to patients’ acts toward the partner.
*p<.05, **p<.01, ***p<.001
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Table 34:

Spearman Correlations Between Patient Social Support and Overall Mental and Physical Well-being (standardized).

Patient Mental Well-being

Patient Physical Well-Being

Patient Social Support Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Support
Baseline .36 .34*** 0% 427 .08 .07 .20* .20*
1-month 31 .39 .38*** 26™* 15 .09 .20* .04
6-months 40 .34 S 49 1 .09 .16 A2
12-months .36%** 23* A5 RV Ad 11 10 32 .24~
Action-facilitating
Baseline 29%** .26™* 31 .26™ .06 .01 12 19*
1-month .26™* 29 39%** 27 15 .06 19* .07
6-months A5 .36 49%* A3 22 20* 21 A7
12-months .30** .16 37 427 1 .06 .29* 207
Comfort-support
Baseline .36%** 347> N Rl 427 10 .10 .20* 19*
1-month 34%** .35x .38* 31 12 .07 .20* .04
6-months 37 347 RN R A49*** .10 .08 16 1
12-months .38* 26™* 53 57 1 1 31 .24

*p<.05, **p<.01, **p<.001
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Table 35:
Spearman Correlations Between Partner Social Support and Overall Mental and Physical Well-being (standardized).

Partner Mental Well-being Partner Physical Well-Being

Partner Social Support Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Support

Baseline A1 32%* 34x 27 .07 .08 1 207

1-month 23" 43 337 29™ .08 .06 .16 12

6-months 18 36" 39™ 38" 19 207 23* 22*

12-months 16 36™ 32%* 46" 12 .09 207 1M
Action-facilitating

Baseline 21 28" 35" .28** .08 .10 .04 A7

1-month 27 .36 31 29** .02 .09 13 12

6-months .20* 327 33 320 .08 A3 16 A7

12-months .22 .36%** 34 51+ A3 14 .25** .16
Comfort-support

Baseline 10 31 .33 27 .04 .08 A7 24*

1-month 24> S 33" .30* .08 .05 15 A2

6-months .20* R0 R 40** .39%** 18 19 27 .22

12-months A7 .38*** 31 45" 12 10 22* .10

*p<.05, **p<.01, **p<.001
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Table 36:

Spearman Correlations Between Patients’ Overall Mental and Physical Well-being (standardized) and Partner

Perception of Social Support.

Patient Mental Well-being

Patient Physical Well-Being

Partner Social Support Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Support
Baseline 27 -.01 31 40% .09 .09 .20 24>
1-month 33* 27 .30 23% 217 9% 227 18
6-months 320 27 .39*** .30™* 26 247 RC K R .30*
12-months 26 14 26™* 320 .08 .07 14 15
Action-facilitating
Baseline .26 .04 .28 340 .05 .06 .14 A7
1-month 31 .28* .30* 26" 22" 14 .25** A7
6-months .30** 23" 36™* .20* 18 18 25* .26™*
12-months .28** 14 .26** .30™ A7 10 .18 .23*
Comfort-support
Baseline 31 .04 35" 43 16” A2 .24* 32
1-month .34%* 32+ .30** 22* .18 .25** 18 A9*
6-months .36™* 31 45 33" 24* 23* 32m 31
12-months 27* 18 .30** G .10 12 .16 .20*

*p<.05, **p<.01, ***p<.001
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Table 37:
Spearman Correlations Between Partners’ Overall Mental and Physical Well-being (standardized) and Patients’
Perceptions of Partner Social Support.

Partner Mental Well-being Partner Physical Well-Being

Patient Social Support Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Overall Support

Baseline .07 .36%** 15 .35%** .06 .02 .04 15

1-month 14 29* .20* 21% -.06 -.08 -.01 .06

6-months .26™* .34% 28** 36" A2 .18 A7 21%

12-months 12 .20* 20" 32% 23 19 19 22*
Action-facilitating

Baseline .06 .30%** .00 29 .04 .03 10 .10

1-month 15 36" .26** 3 -.03 .02 .08 A7

6-months .25* 31 32% 37 16 15 14 24*

12-months 15 .18 19 35%** 21* .20* 19* .20*
Comfort-support

Baseline .05 37 19+ 32+ .04 .00 .00 .16

1-month 11 25* A7 .20* - 11 -12 -.04 .00

6-months 19 31 22% .30™ 10 16 16 .20*

12-months A1 24* 22* 32+ 21" .18 19 25

*p<.05, **p<.01, ***p<.001
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Table 38:
Regression Analyses Predicting Patients’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Patients’

Perceptions of Overall Partner Support.

Patient Mental Well-being
Model Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR’

Baseline
Mental well-being (baseline) - A7 32% B — -
Uncertainty 5.1* -
Overall social support 6.6*** -

1-month
Mental well-being (baseline) 26 50*** 23+ — —
Mental well-being (1-month) — 46 —
Uncertainty - 6.7 — ——
Overall social support - —

6-month
Mental well-being (1-month) - --- --- --- 32 40™ --- 54
Mental well-being (6-months) - --- -- 64
Uncertainty 5 o
Overall social support — 6.1*** .

12-month
Mental well-being (6-months) - --- - - --- - .64** 59
Uncertainty - - - -
Overall social support - - - 3.3*

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001

56




Table 39:

Regression Analyses Predicting Patients’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Own

Nonsupportive Behaviors.

Model

Patient Mental Well-being

Baseline AdjR? 1-month AdjR®> 6-month AdjR® 12-month AdjR’

Baseline
Mental well-being (baseline)
Uncertainty
Nonsupport behaviors

1-month
Mental well-being (baseline)
Mental well-being (1-month)
Uncertainty
Nonsupport behaviors

6-month
Mental well-being (1-month)
Mental well-being (6-months)
Uncertainty
Nonsupport behaviors

12-month
Mental well-being (6-months)
Uncertainty
Nonsupport behaviors

5.6***
-10.5***

.28***

27 33
2.8*
-3.3*
24 49
42
7.0%
-4.1*
—_ —_— .34***
—_— 5 .8***
—— _5 . 5***

.26***

A

54+

'58***

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001
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Table 40:
Regression Analyses Predicting Patients’ Overall Mental Well-being (QOL) Across Time From Uncertainty, Patients’

Perceptions of Overall Partner Support and Own Nonsupportive Behaviors.

Patient Mental Well-being
Mode! Baseline AdjR’ 1-month AdjR® 6-month AdjR® 12-month AdjR’

Baseline
Mental well-being (baseline) - 28*** QT 33 - - — —
Uncertainty 4.7** - - —
Overall social support —
Nonsupport behaviors -9.4*** —

1-month

Mental well-being (baseline) --- - .25 51 - --- -
24%*

Mental well-being (1-month) --- --- 42 -
Uncertainty --- 6.6%** - —
Overall social support - - ' - —
Nonsupport behaviors —

6-month
Mental well-being (1-month) - - - - 31 427 - 54
Menta! well-being (6-months) - .64***
Uncertainty 49 -
Overall social support -
Nonsupport behaviors - -3.7" -

12-month
Mental well-being (6-months) --- - - - - - .62 59*
Uncertainty —
Overall social support -
Nonsupport behaviors —

Note. Only significant relationships are reported.
*p<.05, **p<.01, **p<.001
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Table 41:

Regression Analyses Predicting Patients’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Partners’

Perceptions of Overall Patient Support.

Model

Baseline Adj R®

Patient Mental Well-being

1-month AdjR® 6-month AdjR? 12-month AdjR?

Baseline
Mental well-being (baseline)
Uncertainty
Overall social support (partner)

1-month
Mental well-being (baseline)
Mental well-being (1-month)
Uncertainty
Overall social support (partner)

6-month
Mental well-being (1-month)
Mental well-being (6-months)
Uncertainty
Overall social support (partner)

12-month
Mental well-being (6-months)
Uncertainty
Overall social support (partner)

AT

347
2.9%

320
.30*** —_— .22***
42
—— .36*** ‘36***

6'5***

54+

‘57***

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001

59




Table 42:

Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time from Uncertainty and Partners’

Perceptions of Overall Patient Support.

Model (Partner Variables)

Partner Mental Well-being

AdjR? 12-month AdjR®

Baseline AdjR® 1-month AdjR® 6-month

Baseline
Mental well-being (baseline)
Uncertainty
Overall social support

1-month
Mental well-being (baseline)
Mental well-being (1-month)
Uncertainty
Overall social support

6-month
Mental well-being (1-month)
Mental well-being (6-months)
Uncertainty
Overall social support

12-month
Mental well-being (6-months)
Uncertainty
Overall social support

.1 2***

A5 40P e
5.5%*
T
— '51 dkok
7‘0*** _—
_— _— ‘47***
6.17*

1o R —
AT 56%**
.60***

7.1***

B4 B5rer
5.3***

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001
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Table 43:

Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Partners’

Nonsupportive Behaviors Towards the Patient.

Model (Partner variables)

Partner Mental Well-being

Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR®

Baseline
Mental well-being (baseline)
Uncertainty
Nonsupport behaviors

1-month
Mental well-being (baseline)
Mental well-being (1-month)
Uncertainty
Nonsupport behaviors

6-month
Mental well-being (1-month)
Mental well-being (6-months)
Uncertainty
Nonsupport behaviors

12-month
Mental well-being (6-months)
Uncertainty
Nonsupport behaviors

8.2***
8.1

. 1 7***

46™

4.3"

‘36*** ——
49**
B1%
—— '49***
-4.1*

DT -
A2
‘56***
6.1***
— .57***
3.8*
6.5

.56***

. 57***

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001
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Table 44:
Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time From Uncertainty, Partners’
Perceptions of overall Patient support and Partners’ Nonsupportive Behaviors Toward Patient.

Partner Mental Well-being
Model (Partner variables) Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR’

Baseline
Mental well-being (baseline) AT A6 40M
Uncertainty 8.4+ . — —
Overall social support - 5.8* - —
Nonsupport behaviors -9.1** - _— -

1-month
Mental well-being (baseline) - - A1 B3 7N R -
Mental well-being (1-month) - - Nalokide -
Uncertainty -ee — ——
Overall social support --- 4.9** —
Nonsupport behaviors -—- -5.9** ———

6-month
Mental well-being (1-month) --- -=- - - 46% 46T - 56™*
Mental well-being (6-months) --- 59**
Uncertainty - - - 6.8***
Overall social support - 5.7 -
Nonsupport behaviors - - - -

12-month
Mental well-being {6-months) --- - - - -—- 53*** 58
Uncertainty —— - - —
Overall social support - -
Nonsupport behaviors - - -—- -4 5*

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001
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Table 45:
Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Patients’
Perceptions of Overall Partner Support.

Partner Mental Well-being
Model (includes Patients) Baseline AdjR® 1-month Adj R? 6-month AdjR® 12-month Adj R?

Baseline
Mental well-being (baseline) --- K A3 40 — —
Uncertainty (partner) 8.1%** . - —
Overall support (patient) 6.1

1-month
Mental well-being (baseline) A4 4 36 -
Mental well-being (1-month) % —
Uncertainty (partner) --- 3.7* - —
Overall support (patient) 6.4%**

6-month
Mental well-being (1-month) --- - --- --- 48% 35 - 547**
Mental well-being (6-months) --- - --- R31° hoe
Uncertainty (partner) - 6.4***
Overall support (patient) - - - -

12-month
Mental well-being (6-months) --- - --- --- --- --- .60 53
Uncertainty (partner) 4.4
Overall support (patient) --- - --- 3.1

Note. Only significant relationships are reported.
*p<.05, **p<.01, **p<.001
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Table 46:

Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time From Uncertainty and Patients’

Nonsupportive Behaviors Towards the Partner.

Model

Partner Mental Well-being

Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR’

Baseline
Mental well-being (baseline)
Uncertainty (partner)
Nonsupport behaviors (patient)

1-month
Mental well-being (baseline)
Mental well-being (1-month)
Uncertainty {partner)
Nonsupport behaviors (patient)

6-month
Mental well-being {1-month)
Mental well-being {6-months)
Uncertainty (partner)
Nonsupport behaviors (patient)

12-month
Mental well-being (6-months)
Uncertainty (partner)
Nonsupport behaviors (patient)

.23***

39%* 38 - - -—- -

-5.02*
A0 A2 36T
—— .45*** .

3.4*

-5.8** -3.6* —
46 38 - B4
60"+
6.7"
-3.9%
- 59* B4
4.0"
-3.8*

Note. Only significant relationships are reported.

*p<.05, **p<.01, ***p<.001
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Table 47:
Regression Analyses Predicting Partners’ Overall Mental Well-being (QOL) Across Time From Uncertainty, Patients’
Perceptions of Overall Partner Support and Patients’ Nonsupportive Behaviors Towards the Partner.

Partner Mental Well-being

Model (Partner variables) Baseline AdjR® 1-month AdjR® 6-month AdjR® 12-month AdjR®
Baseline

Mental well-being (baseline) 23%** 38**  AQM - —

Uncertainty (partner) 7.8* - - —

Overall social support (patient) --- 5.1% — -

Nonsupport behaviors (patient)  -8.6™* --- --- -

1-month
Mental well-being (baseline) - -- A1 427 - A0 - -
Mental well-being (1-month) 48
Uncertainty (partner) -
Overall social support (patient) --- 4.7* --- —
Nonsupport behaviors (patient) - - -5.2** ---

6-month
Mental well-being (1-month) - --- --- - AT 37 - .54***
Mental well-being (6-months) - - - RISkl
Uncertainty (partner) - - - 6.5***
Overall social support (patient) - - - -
Nonsupport behaviors (patient) - - -4.2* -

12-month
Mental well-being (6-months) -—- --- - --- --- - 59 54r
Uncertainty (partner) - - - 3.9*
Overall social support (patient)
Nonsupport behaviors (patient)

Note. Only significant relationships are reported.
*p<.05, **p<.01, ***p<.001
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Table 48:
Spearman Correlations Between Patient Perceived Controf and Overall Mental and Physical Well-being

(standardized).

Patient Mental Well-being Patient Physical Well-being
Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Control
Baseline .16* 27 24 A7 28 27* 320 4%
1-month .26 A3 1 A2 19* 36" 29* .20*
6-months 27 .26™* 427 397 21* 15 420 38
12-months .18* 18 36" 38% 327 25** 427 50

*p<.05, **p<.01, **p<.001

Table 49:
Spearman Correlations Between Partner Perceived Control and Overall Mental and Physical Well-being

(standardized).

Partner Mental Well-being Partner Physical Well-being
Baseline 1-month 6-month 12-month Baseline 1-month 6-month 12-month
Control
Baseline 22 24> 41 43 .18* 22* .24* 28"
1-month .30* .20* A7 .18 .09 24** 14 29**
6-months 23" 18 .18 32w 22* 327+ 38 40
12-months 16 A1 .23 32r* 33% 39+ A% 38

*p<.05, **p<.01, **p<.001

66




Key Research Accomplishments

e Among all the variables examined, only illness uncertainty had a consistent relationship with both
mental and physical well-being; the other constructs, such as social support and nonsupportive
behaviors, were related primarily to mental well-being.

e Study results suggest that the partner is more adversely affected by the cancer experience than the
patient.

e Within patients, and even more within partners, nonsupportive behaviors were more consistently
related to perceptions of support than illness uncertainty (i.e., more perceived support was related to
less nonsupportive behaviors).

e The mental health of the patient, and especially that of the partner, was most consistently related to
level of own nonsupportive behaviors (patient and partner) as well as being the target of
nonsupportive behaviors (for partners only).

Reportable Qutcomes

To date the only completed reportable outcome is a meeting abstract entitled: “Correlates of Quality of
Life Among Prostate Cancer Patients and Their Spouses” presented at the Pan American Congress of
Psychosocial and Behavioral Oncology Conference held October 20" - 23" in New York City (See appendix E).
A total main outcomes paper is planned for completion by August of 2002.

Conclusions

Several of the study findings have implications for interventions that target the patient and the partner. We offer
two here. First, among all the variables examined, only illness uncertainty had a consistent relationship with
both mental and physical well-being; the other constructs, such as social support and nonsupportive behaviors
were related primarily to mental well-being. Thus, there is a continuing need to understand and modify
perceptions of illness uncertainty given its rather generalizeable effects in several domains of the patients’ and
partners’ lives. In particular, it is the patient’s partner who might need the most support to decrease illness
uncertainty. W

Second, these results suggest that the partner is more adversely affected by the cancer experience than
the patient. To date, the majority of observational and intervention studies have targeted the patient. However, it
is the partner who may be in need of more support. Although the present findings may reflect women’s
tendency to self-disclose more negative thoughts and feelings than patients, this in itself does not negate the
need to focus on the partner. In particular, based on our findings, patients need to be made aware that their own
nonsupportive acts may have a profound and consistent effect on the QOL of the partner. Similarly, patients and
partners need to be informed that their own nonsupportive behaviors can adversely affect their own mental well-
being.
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Patient with a Spouse Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like

to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage paid envelope before your
treatment for prostate cancer begins.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your wife,
and views of your illness. Please try to answer each question.
While you complete the questionnaire, please do not talk about

the questions or answers with anyone. All your responses will

be kept strictly confidential, and will not be seen by your spouse.

Should you have any questions, please call Jill Smith at 919-956-
5644. In advance, thank you for your time and efforts.
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We will begin by asking you some questions a»bout your
background.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

A1. Today's date: / l____
Month Day Year

A2. Name:

A3. Home Address:

Street Apt. #

- City State Zip Code

A4. Home Phone Number: ( ) -

A5. Date of Birth: / /
Month Day Year

A6. What is your highest level of education? (Put a checkmark by the answer.)

Grade school

Some high school
. High school graduate
Some college
College graduate
Graduate education

e e

A7. Which of the following best describes your racial or ethnic background?

White, not of Hispanic origin

Black or African-American, not of Hispanic origin
Hispanic '

American Indian/Alaskan native

Asian/Pacific Islander
Hawaiian native

Other (please specify).

NOOAOWN -

T
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 A8.

AQ.

A10.
A1,

Which of the following best describes"ybur current Fé"l'éfi‘dﬁéﬁﬁhib;?w R

1. Living with spouse or partner
2. In a significant relationship, but not living together
3. Not in a significant relationship

What is your current marital status?

Never married
Married
Separated
Divorced
Widowed

o=

How long have you been married/separated/divorced/widowed? years
Who else lives in your household besides yourself? (Please check all that apply.)

Your husband/wife

Your mother

Your father

Your children 18 or under—» How many?
Your children over 18 ——» How many?
Sister(s) —» How many?
Brother(s) - How many?
Grandchildren ——————— How many?
Grandparent(s) —————» How many?
Other relatves ——p How many?
Other non-relatives — . How many?
| live by myself.

DOPNONALON

LT

11.
12.

' A12. Here are several broad income ranges. Please select the range that most closely

approximates your yearly household income, before taxes, from all sources, including
social security.

____0-$4,000
—$4,001 - $9,000
—__$9,001 - $18,000
—_$18,001 - $30,000

$40,001 - $50,000
$50,001 - $60,000
Above $60,000

1.
2,
3.
4.
5. $30,001 - $40,000
6.
7.
8.

A13. Altogether, how many people live on this income?

People.
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| Do you have any of the following illnesses or conditions at the present
time?

ILLNESS / CONDITION Circle No or If YES, circle how much the illness
Yes interferes with your daily activities.

B1  Anemia No Yes | NotAtAll | AlLittle = A Great Deal
B2 | Arthritis or rheumatism No Yes | NotAtAll | AlLittle | A Great Deal
B3 | Asthma No Yes | NotAtAll | AlLittle = A Great Deal
B4 Cancer or leukemia No Yes | NotAtAll | AlLittle A Great Deal
B5 | Circulation trouble in arms, . No Yes | NotAtAll | Alittle ' A Great Deal
legs, or feet
B6  Depression, anxiety or No Yes | Not AtAll | AlLittle = A Great Deal
emotional problems
B7 | Diabetes No Yes | Not AtAll | AlLittle @ A Great Deal
B8 | Effects of Polio No Yes | NotAtAll | Alittle = A Great Deal
B9  Effects of stroke No Yes | Not AtAll | AlLittle @ A Great Deal
B10 Emphysema or chronic No Yes | NotAtAll | AlLittle A Great Deal
bronchitis
B11 Epilepsy/seizures No Yes | Not AtAll | Alittle A Great Deal
B12 Glaucoma No Yes | NotAtAll | AlLittle = A Great Deal
B13 | Heart Disease No Yes | NotAtAll | AlLittte A Great Deal
B14 High blood pressure No Yes | NotAtAll | AlLittle ' A Great Deal
(greater than 140/90)
B15 | Kidney disease No Yes | Not AtAll | Alittle A Great Deal
B16 Liver disease No Yes | Not AtAll | AlLittle | A Great Deal
B17 Multiple Sclerosis No Yes | Not AtAll | AlLittle | A Great Deal
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ILLNESS / CONDITION Circle No or If YES, circle how much the iliness
Yes interferes with your daily activities. .
B18 | Stomach or intestinal No Yes | NotAtAl | A Little A Great Deal

disorders, gall bladder ;
problems, or irritable i
bowel syndrome '

B19 Other urinary tract No Yes | NotAtAll | AlLittle | A Great Deal

disorders (including §
prostate trouble) |
B20 |Parkinson's Disease No Yes | Not AtAll | A Little i A Great Deal

B21 | Severe memory problems No Yes | Not AtAll | A Little i A Great Deal
such as Alzheimer's or
other dementing illness

B22 | Skin disorders such as No Yes Not At All | A Little | A Great Deal
pressure sores, leg ulcers,
or severe burns.

B23 | Thyroid or other glandular No Yes | Not AtAll | A Little A Great Deal

disorders ,
B24 | Tuberculosis No Yes | NotatAll | A Little A Great Deal
B25 : Stomach Ulcers ‘ No Yes | Not at All v A Little A Great Deal
B26 %Leg Amputation(s) No Yes | NotatAll | A Little A Great Deal

Please continue to the next page of the questionnaire.
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The following statements are about your thoughts and feelings since your

diagnosis of prostate cancer. Please circle the statement that best describes

THOUGHTS AND FEELINGS

EXAMPLE: _The purpose of e"
Treatment is clear te

your thoughts and feelings. Please respond to every statement.

CIRCLE RESPONSE

C1

| do not know what is wrong with

me Strongly |Disagree Undecided @ Agree  Strongly
| Disagree Agree
c2 L::\\fe; lot of questions without Strongly |Disagree Undecided = Agree = Strongly
’ Disagree Agree
C3
ngeggflxﬁrg: y iliness is gettmg S’frongly Disagree Undecided @ Agree  Strongly
Disagree Agree
c4 :;tels unclear how bad my pain wil Strongly |Disagree Undecided | Agree Strongly
’ Disagree Agree
C5 | The explanations they give about . .
my conFc)jition seem h;’z?/ to me. gti;c;r;?:aye Disagree Undecided @ Agree Sgg:e%y
C6 Th i ‘
ol e:\rptzur)r?: e of each treatment is Strongly |Disagree Undecided | Agree = Strongly
) Disagree Agree
C7 When | have pain, | know what ‘ . :
this means at?out my condition. SFroneg Disagree ' Undecided = Agree Strongly
Disagree Agree
C8 | do not know when to expect ‘ . .
things will be done to me.p g::;r;?(laye Disagree ' Undecided = Agree S/tbrgggtjely
C9 My symptoms continue to change . .
unpredictably. g%;t;r;grg/e Disagree Undecided @ Agree Sggpeg;y
c10 :c:j nmdeerstand everything explained Strongly |Disagree Undecided @ Agree  Strongly
) Disagree Agree
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THOUGHTS AND FEELINGS

CIRCLE RESPONSE

C11 | The doctors say things to me that . .
could have many meanings. Sfrongly Disagree Undecided | Agree Strongly
Disagree L Agree
c12 1l can predict how long my illness Strongly |Disagree %Undecided  Agree Strongly
will last. . z ;
Disagree : . Agree
C13 fM y treatment is too complex to Strongly |Disagree |Undecided @ Agree Strongly
igure out. . » |
Disagree . Agree
C14 |ltis difficult to know if the . .
treatments or medications | am I:S)trongly Disagree 'Undecided | Agree | SXoneg
getting are helping. Isagree | gree
C15 | There are so many different types . .
of staft T ic unclegr e typ [s)!rongly Disagree |Undecided | Agree S/t\rongly
responsible for what. Isagree ' gree
C16 | Because of the unpredictability of . .
my illness, | cannot plan for the g'frongly Disagree EUndemded Agree | Slt\rongly
future. Isagree a gree
C17 | The course of my illness keeps , :
changing. | have good days and g@rongly Disagree | Undecided Agree S}\rongly
bad days. isagree 1 gree
C18 !ltis vague to me how I will : .
managge my care after | leave the [S)trongly Disagree iUndecuded Agree S;:ongly
hospital. ISagree : - Agree
C19 1 have been given many differing . . f
opinions about what is wrong with S'frongly Disagree §Undecuded | Agree Strongly |
me. Disagree % . Agree
c20 Ir:;s not clear what is going to Strongly |Disagree Undecided Agree  Strongly
ppen to me. . z
Disagree Agree
C21 |l usually know if | am going to . o
have a};;ood or bad dagy. 9 S‘frongly Disagree | Undecided Agree | Strongly
Disagree . Agree
C22 I‘Zirzzis;:gﬁff my tests are Strongly |Disagree Undecided Agree Strongly
’ Disagree : - Agree
C23 F;gh:nzféfgxﬁ‘ne%s's of my treatment S'frongly Disagree gUndecided Agree Strongly
Disagree Agree
| |
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THOUGHTS AND FEELINGS CIRCLE RESPONSE

C24 | Itis difficult to determine how long
it will be before | can care for
myself.

Strongly | Disagree éUndecided Agree Strongly
Disagree Agree

C25 || can generally predict the course

of my illness. Strongly |Disagree Undecided . Agree = Strongly

Disagree Agree

C26 | Because of the treatment, what |
can do and cannot do keeps
changing.

Strongly |Disagree Undecided @ Agree  Strongly
Disagree : Agree

C27 |I'm certain they will not find

anything else wrong with me. Strongly |Disagree Undecided | Agree @ Strongly

Disagree Agree

C28 | The treatment | am receiving has

a known probability of success. Strongly |Disagree Undecided | Agree = Strongly

Disagree | Agree

C29 They have not given me a specific

diagnosis. Strongly |Disagree Undecided @ Agree @ Strongly

Disagree __Agree

C30 | My physical distress is
predictable; | know when it is
going to get better or worse.

Strongly |Disagree Undecided @ Agree Strongly
Disagree Agree

C31 Il candepend on the nurses to be

there when | need them. Strongly |Disagree Undecided @ Agree  Strongly

Disagree Agree

c . .
32 gg:nsggfeﬂ?nr}ﬁzz?f my illness has Strongly |Disagree Undecided | Agree @ Strongly

Disagree Agree

C33 | The doctors and nurses use
everyday language so | can
understand what they are saying.

Strongly |Disagree Undecided @ Agree = Strongly
Disagree Agree

Please continue to the next page of the questionnaire.
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The following statements are about your sense of control over your life since
your diagnosis of prostate cancer. Please circle the response that best
describes how you think and feel since your diagnosis.

SENSE OF CONTROL CIRCLE RESPONSE
EXAMPLE: Most of my problems N N
bad breaks. ‘ | Strongly (Disagree ) Undecided | Agree | Strongly | i
. |Disagree |

D1 There is no sense in planning a . . ?
lot. If something is go?ng to g Strongly |Disagree - Undecided Agree : Strongly
happen, it will. Disagree Agree

D2 | The really good things that . o
happen tg ?ne are m%stly luck. Strongly |Disagree Undecided - Agree ' Strongly
Disagree Agree
3 Isscr::::g:nsmle for my own Strongly |Disagree ' Undecided Agree - Strongly
Disagree .~ Agree

D4 !l can do just about anything | . . :
really setj my mind to.yt g Strongly Disagree Undecided ~ Agree ! Strongly
; Disagree Agree

D5 | Most of my problems are due t
° lt\)/laodstbcr);;?()s/.problems are due to Strongly |Disagree ;| Undecided = Agree = Strongly
Disagree - Agree

D6 | have little control over the bad . . ?
things that happen to me. Strongly |Disagree ' Undecided | Agree - Strongly
Disagree ] » | Agree

D7 My misfortunes are a result of the . . ;
‘ miystakes | have made. Strongly |Disagree ' Undecided | Agree Strongly
Disagree - Agree
D8 | am responsible for my failures. Strongly | Disagree Undecided = Agree Strongly
Disagree . Agree
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The next questions ask about marital attitudes and behaviors. Answer all
questions as honestly as possible. Answer all questions with your partner in
mind unless directed otherwise. Please answer the questions without talking
to your partner. Your partner should not see or help with the answers. Circle
the number from 1 to 7 that best reflects your thoughts and feelings about each
statement. :

ATTITUDES AND BEHAVIORS ~ CIRCLE RESPONSE

E1 We have a good marriage. Strongly 1 2 3 4 5 6 7 Strongly
Disagree Agree
E2 My relationship with my partneris | Strongly 1 2 3 4 5 6 7 Strongly
very stable. Disagree Agree
E3 Our marriage is strong. Strongly 1 2 3 4 5 6-----7 Strongly
Disagree Agree
E4 My relationship with my partner | Strongly 1 2 3 4 5 6--—--7 Strongly
makes me happy. Disagree Agree
ES | really feel like part of a team with | Strongly 1 2 3 4 5 6-----7 Strongly
my partner. Disagree Agree
E6. On the scale below, indicate the point which best describes the degree of happiness, everything
considered, in your marriage. Please circle the number that best represents your response.
1 2 3 4 5 6 7 8 9 10
Very unhappy Happy Perfectly happy
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In the space below, please answer the following questions.

1)

'F1. Since your diagnosis of prostate cancer, what has your wife said or done that you experienced as
‘most annoying or that upset you, made you angry, or just somehow rubbed you the wrong way?

’ F2. Since your diagnosis of prostate cancer, what have you wished that your wife had done or said to
'help you cope with cancer that she did not do?
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The statements below are possible reactions that you may have had towards

your wife since your diagnosis of prostate cancer. Please tell us how often you

have responded this way since your diagnosis with prostate cancer.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G1

Since your diagnosis, you've acted impatient

with her Never Rarely Sometimes Often
’ responded . responded responded | responded
this way this way this way this way
G2 | Since your diagnosis, you've seemed angry .
. Never Rarely Sometimes Often
g;:igfaer: ;’;’th her when she needed responded @ responded responded responded
' this way this way this way this way
G3 | Since your diagnosis you’ve complimented .
. . . Never Rarely Sometimes Often
the way she was coping with your iliness. responded | responded responded responded
this way this way this way this way
G4 | Since your diagnosis, you've seemed not to Never Rarely Sometimes Often
enjoy being around her. responded : responded responded responded
this way this way this way this way
G5 | Since your diagnosis, you've made her wait a .
. . Never Rarely Sometimes Often
long time for help when she needed it. responded : responded responded responded
this way this way this way this way
G6 | Since your diagnosis, you've made it .
. Never Rarely Sometimes Often
gﬁ;n&:: sa ?elz;i“r)\r her to share with you how responded = responded responded responded
9 this way this way this way this way
G7 | Since your diagnosis, you've avoided being .
. Never Rarely Sometimes Often
around her when she was not feeling well. responded | responded responded responded
this way this way this way this way
G8 | Since your diagnosis, you've given her the .
: ) Never Rarely Sometimes Often
;friil)é?# ;ﬁ:"‘%ads'dhgﬁnvgant to talk about a responded responded @ responded responded
) this way this way this way this way
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THOUGHTS AND FEELINGS CIRCLE RESPONSE
G9 2|Ir|1ec: g&t:; r<'J|agn05|s, you've shouted or Never Rarely Sometimes Often
y ’ responded ' responded . responded responded
this way thisway = this way this way
SN S W B
G10 | Since your diagnosis, you have made it a : .
point to spend time with her when you Never d Rarely Sometimes Ofter‘; d
thought she was feeling low. responde responded responded responde
this way this way this way this way
4L rse'gcz g;c;]u;rc:;agir;lossls, you've not seemed to Never Rarely Sometimes Often
P gs. responded responded responded | responded
this way thisway | this way this way
|
G12 | Since your diagnosis, you've complained ; .
about any medical problems she might have, Never Rarely ; SOmetlr:es Ofter:’ d
or about helping her with a task she found responded responded | respon ed responce
difficult to do by herself. this way thisway @ this way this way
G13 | Since your diagnosis, you've acted .
uncomfortable talking to her about how she resb:)zv:;e d re::orzge d ?:;;zt':'::: res?)fc:i:;e d
was coping with your iliness. ; this way this way this way this way
G14 | Since your diagnosis, you've criticized the .
way she was coping with your disease and/or Never Rarely Sometimes Often
its treatment. responded responded - responded ! responded
this way thisway = thisway | thisway
]
G15 | Since your diagnosis, you have been i .
affectionate with her when you thought she Never Rarely Sometimes Often
needed support. responded , responded | responded responded
this way this way : this way this way
G16 asc'gec:tiﬁou(;f ;;grnoss, you've acted less Never Rarely Sometimes Often
9 ' responded ' responded responded | responded
thisway | this way this way this way
i .
G17 | Since your diagnosis, you've not been .
emotionally supportive of her when she Never | Rarely Sometimes Often
expected some support. responded ! responded responded | responded
this way | this way this way this way
i
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The next questions concern your relationship with your wife since your
diagnosis of prostate cancer. Please circle the response that best describes
your thoughts and feelings about each statement.

CIRCLE RESPONSE

AMPLE: Since my diagnosis

THOUGHTS AND FEELINGS

H1 | Since my diagnosis, | have been Di A St |
able to depend on my wife to help Strongly | Disagree gree Arong y
me if | really need it. Disagree gree

H2 | Since my diagnosis, | have not been Di A St |
able to turn to my wife for guidance | Strongly | Lisagree | Agree Arong y
in times of stress. Disagree gree

H3 | Since my diagnosis, my wife has .
enjoyed the same social activities | Strongly Disagree | Agree | Strongly
do. Disagree Agree

H4 | Since my diagnosis, | have felt Di A St I
personally responsible for my wife’s Strongly Isagree gree rongly
well-being. Disagree Agree

H5  Since my diagnosis, | have not . i}

- thought that my wife respected my Strongly Disagree | Agree S;c{ongly
skills and abilities. Disagree gree

H6 | Since my diagnosis, if something .
went wrong my wife would not come | Strongly | Disagree | Agree SXO"QW
to my assistance. Disagree gree

H7 | Since my diagnosis, | have had a Di A st |
close relationship with my wife that Strongly Isagree gree Arong y
provides me with a sense of Disagree gree
emotional security and well-being.

H8 |Since my diagnosis, my wife has .
recognized my competence and skill. | Strongly Disagree | Agree | Strongly

Disagree Agree

H9  Since my diagnosis, my wife has not .

shared my interests and concerns. | Strongly Disagree | Agree | Strongly
Disagree Agree
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THOUGHTS AND FEELINGS CIRCLE RESPONSE

H10 vSince my diagnosis, my wife has not | Di l A St |
really relied on me for her well-being. | Strongly | Disagree | Agree  Strongly

Disagree | . Agree

H11  Since my diagnosis, my wife has Disagree ; Agree Strongly

been a trustworthy person | could | Strongly
turn to for advice if | were having Disagree Agree
problems.
H12 | Since my diagnosis, | have lacked a .
feeling of intimacy with my wife. Strongly |Disagree | Agree | Strongly
Disagree | Agree

Please continue to the next page of the questionnaire.
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The following questions are about activities you might do during a typical day.
Does vour health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES

CIRCLE RESPONSE

I1. Vigorous activities, such as running, Yes, limited | Yes, limiteda | No, not limited at all
lifting heavy objects, or participating in a lot little
strenuous sports
I2. Moderate activities, such as movinga | Yes, limited = Yes, limited a | No, not limited at all
table, pushing a vacuum cleaner, a lot little
bowling, or playing golf
I3. Lifting or carrying groceries Yes, limited Yes, limited a | No, not limited at all
a lot little
I14. Climbing several flights of stairs Yes, limited  Yes, limited a | No, not limited at all
a lot little
I5. Climbing one flight of stairs Yes, limited = Yes, limited a | No, not limited at all
a lot little
16. Bending, kneeling, or stooping Yes, limited | Yes, limiteda | No, not limited at all
a lot little
17. Walking more than a mile Yes, limited | Yes, limited a | No, not limited at all
alot little
I8. Walking several blocks Yes, limited Yes, limited 2 = No, not limited at all
‘ a lot little
19. Walking one block Yes, limited Yes, limited a | No, not limited at all
a lot little
110. Bathing or dressing yourself Yes, limited Yes, limited a No, not limited at
alot little all
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL
HEALTH? Please circle YES or NO for each question.

PROBLEMS AS A RESULT OF PHYSICAL HEALTH CIRCLE RESPONSE

111. Cut down on the amount of time you spent on work or ! Yes No
other activities
112. Accomplished less than you would like ‘ Yes No
I13. Were limited in the kind of work or other activities r Yes No
114. Had difficulty performing the work or other activities (for Yes | No
example, it took extra effort) |
;

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,
such as feeling depressed or anxious? Please circle YES or NO for each

question.

EMOTIONAL PROBLEMS CIRCLE RESPONSE
| %
I115. Cut down on the amount of time you spent on work or , Yes ! No
other activities
116. Accomplished less than you would like Yes No

- 117. Didn’t do work or other activities as carefully as usual { Yes No
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These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. For each question, please circle the answer that

comes closest to the way you have been feeling. How much of the time during
the past 4 weeks ...

FEELINGS CIRCLE RESPONSE

time e | \li B

All o%&t‘he Most of the | A good bit Sérﬁé of Alittle of Noﬁe of
time time of the time | the time | the time | the time

118. |Did you feel full of pep?

All of the Most of the | A good bit | Some of | A little of | None of

I19. | Have you been a very time time of the time | the time | the time | the time

nervous person?

All of the | Most of the | A good bit | Some of | A little of | None of

120. | Have you felt so down in time time of the time | the time | the time | the time

the dumps that nothing
could cheer you up?

Al of the | Most of the A good bit | Some of | Alittle of | None of

121. | Have you felt calm and time time of the time | the time | the time | the time

peaceful?

All of the Most ofthe{ A good bit | Some of | A little of = None of

time time of the time | the time | the time | the time
i
i

All of the | Most ofthe! A good bit | Some of | A little of | None of
time time of the time | the time | the time | the time

122 | Did you have a lot of
energy? :

123. |Have you felt downhearted
and blue?

All of the | Most of the| A good bit | Some of | A little of | None of

' ?
[24. | Did you feel worn out: time time of the time | the time | thetime | the time

All of the | Most ofthe ! A good bit | Some of | A little of A None of

125. | Have you been a happy time time of the time | the time | the time | thetime

person?

All of the | Most of the | A good bit | Some of | A little of | None of

. o
126. | Did you feel tired? time time of the time | the time | the time  the time
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127. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
All of Most of Some of A little of None of
The time the time the time the time the time

128. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

I30. During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)? Please circle your response.

1 2 3 4 5 .
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the

following statements is for you. Circle one item on each line.

STATEMENT

CIRCLE RESPONSE

131. | seem to get sick a little Definitely Mostly Not sure. | Mostly false. | Definitely
easier than other people. true. true. false.
I32. | am as healthy as Definitely Mostly Not sure. | Mostly false.  Definitely
anyone | know. true. true. false.
133. | expect my health to get Definitely Mostly Not sure. | Mostly false.  Definitely
worse. true. true. false.
134. My health is excellent. Definitely Mostly Not sure. | Mostly false.  Definitely
true. true. false.
135. In general, would you say your health is:
Please circle your response.
Excellent Very Good Good Fair Poor

136. Compared to one year ago, how would you rate your health in general now?
Please circle your response.

Much better now Somewhat About the same. Somewhat worse | Much worse now
than one year ago. | better now than now than one than one year
one year ago. year ago. ago.
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URINARY FUNCTION: This section is about your urinary habits. Please

consider ONLY THE LAST 4 WEEKS.

J1. Over the past 4 weeks, how often have you leaked urine? Please circle your response.

Every day About once a week. Less than once a Not at all.
week. J

J2. Which of the following best describes your urinary control during the last 4 weeks? Please circle
your response.

No control Frequent dribbling. Occasional dribbling. | Total control.
whatsoever.

J3. How many pads or adult diapers per day did you usually use to control leakage during the last 4
weeks? Please circle your response.

~ 3 or more pads per day. 1-2 pads per day. No pads.

How big a problem, if any, has each of the following been for you? Please circle your response.

J4. Dripping urine or No problem Very small Small Moderate Big
wetting your pants. problem problem |  problem problem
J5. Urine leakage No problem Very small Small { Moderate Big
interfering with problem problem | problem problem
your sexual activity.
i

J6. Overall, how big a problem has your urinary function been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5
. No problem Very Small Moderate Big
: small problem problem problem problem
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BOWEL HABITS: This section is about your bowel habits and abdominal pain.

Please consider ONLY THE LAST 4 WEEKS.

J7. How often have you had rectal urgency (felt like you had to pass stool, but did not) during the
last 4 weeks? Please circle your response.

1 2 3 4 5
More than About once More than once About once Rarely
Once a day a day - aweek a week or never

J8. How often have you had stools (bowel movements) that were loose or liquid (no form, watery,
mushy) during the last 4 weeks? Please circle your response.

1 2 3 4 5
Never Rarely About half Usually Always
: the time

J9. How much distress have your bowel movements caused you during the last 4 weeks?
Please circle your response.

1 2 3 ' 4
Severe Moderate Little No
Distress Distress Distress Distress

J10. How often have you had crampy pain in your abdomen or pelvis during the last 4 weeks?
Please circle your response. “

1 2 3 4 5 6
Several About once Several About once About once Rarely
Times a day a day times a week a week this month or never

J11. Overall, how big a problem has your bowel habits been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5
Big Moderate Small Very small No
Problem problem problem problem problem
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SEXUAL FUNCTION: The next section is about your sexual function and sexual

satisfaction. Many of the questions are very personal, but they will help us
understand the important issues that you face every day. Remember, YOUR
NAME DOES NOT APPEAR ANYWHERE ON THIS SURVEY. Please answer
honestly about THE LAST 4 WEEKS ONLY.

How has each of the following been for you? Please circle your response.

J12. Your level of
sexual desire?

Very poor

Poor

Fair

Very good

J13. Your ability to
have an erection?

Very poor

Poor

Fair

Good Very good

J14. Your ability to
reach orgasm
(climax)?

Very poor

Poor

!
]

Fair

Good Very good

J15. How would you describe the usual QUALITY of your erections? Please circle your response.

None at all. {

l

Not firm enough for any
sexual activity.

Firm enough for
masturbation and
foreplay only.

Firm enough for
intercourse.

=
!
|
i
!

J16. How would you describe the FREQUENCY of your erections? Please circle your response.

I NEVER had an
erection when |
wanted one.

| had an erection
LESS THAN HALF
the time | wanted

one.

| had an erection
ABOUT HALF the
time | wanted one.

I had an erection
MORE THAN HALF
the time | wanted
one.

I had an
erection
WHENEVER |
wanted one.

J17. How often have you awakened in the morning or night with an erection? Please circle your

response.
Never Seldofn (less than Not often (less than ; Often (more than j Very often (more
25% of the time) half the time) -~ halfthetime). ' than 75% of the
| | time)
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J18. During the last 4 weeks, did you have vaginal or anal intercourse? Please circle your response.

No Yes, once Yes, more than once

J19. Overall, how would you rate your ability to function sexually during the last 4 weeks? Please
circle your response.

1 2 3 4 5
Very poor Poor Fair Good Very good

J20. Overall, how big a problem has your sexual function been for you during the past 4 weeks?
Please circle your response.

1 2 3 wmmmm-dl 5
No Very Small Moderate Big
Problem small problem problem problem problem

J21. Overall, how satisfied are you with the treatment you received for your prostate cancer? Please
circle your response.

1 2 3 4 5
Extremely Dissatisfied Uncertain Satisfied Extremely
Dissatisfied satisfied

J22. Do your erections require chemical assistance? Please mark your response.

1. No
2. Yes If yes, please indicate which method you use.
Viagra
Injections
Suppositories (MUSE)
Vasomax

Other Please specify:
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Please answer the following questions related to your prostate cancer
diagnosis.

K1. When did you first hear of the Prostate Specific Antigen (PSA) test or prostate blood test?

| have never heard of the PSA test.

| heard about it from the media (T.V., radio, newspaper, magazine).
| heard about it from my spouse.

| heard about it from my friends or relatives.

| heard about it from my primary care physician.

| heard about it from my urologist.

1.
2.
3.
4.
5.
6.
7. | heard about it today while in the clinic.

K2. How much do you know about how the PSA test is used to detect prostate cancer? Please

circle your response.
1 2 3 4 5
None A little A moderate A lot A great

amount deal

K3. Has a doctor ever talked to you about your PSA level? Please mark your response.

1. ___ No (go to question K5).
2. ___Yes (go to question K4).
3. ___ Don't know (go to question K5).

K4. How satisfied were you with the discussion that you had with your doctor about your PSA
Level? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a lot Completely
Satisfied satisfied satisfied satisfied satisfied

K5. Do you know your last PSA value?

1.____YES |IfYes, please write it here: PSA value (ng/mi)
2.____NO If No, please mark one of the following options:

2a. | don’t remember my last PSA value.

2b. | have never been told my PSA value.
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K6. Do you know what different PSA levels mean? Please mark your response.

1. No
2. Yes
3. Unsure

K7. How concerned were you when your doctor first told you that your PSA level was elevated
or high? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite Extremely
Concerned concerned concerned concerned concerned

K8. Has a doctor ever talked to you about how your PSA level will be used to follow your
treatment of prostate cancer? Please mark your response.

1. No
2. Yes
3. Don’t know.

K9. What do you think is the chance that you will have a recurrence of prostate cancer after your
treatment? Please circle your response.

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
chance unlikely chance likely to happen

Did anyone assist you with the completion of this questionnaire’?l

No
Yes ___ Ifyes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! We will be mailing you the second questionnaire one
month after you begin your treatment for prostate cancer.

EROSTIMATERIACIRGVISed9198 P Qiliestioniiaire.doc ™ Septamber 2751058

g ded
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Spouse Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like
to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage paid envelope before your

spouse’s treatment for prostate cancer begins.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,

perceptions of support that you give and receive from your
husband, and views of your husband’s iliness. Please try to
answer each question. While you complete the questionnaire,

please do not talk about the questions or answers with anyone.

All your responses will be kept strictly confidential, and will not

be seen by your spouse. Should you have any questions, please
call Jill Smith at (919) 956-5644. In advance, thank you for your

time and efforts.




We will begin by asking you some questions about your

background.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

A1. Today's date: / [____
Month Day Year

A2. Name:

A3. Home Address:
' Street Apt. #

City State Zip Code

A4. Home Phone Number: ( ) -

A5. Date of Birth: / /
Month Day Year

A6. What is your highest level of education? (Put a checkmark by the answer.)

Grade school

Some high school
High school graduate
Some college
College graduate
Graduate education

COPON

A7. Which of the following best describes your racial or ethnic background?

White, not of Hispanic origin

Black or African-American, not of Hispanic origin
Hispanic

American Indian/Alaskan native

Asian/Pacific Islander
Hawaiian native

Other (please specify).

NOOTE WN -
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A8.  Which of the following best describes your current relationship?

1. Living with spouse or partner
2. In a significant relationship, but not living together
3. Not in a significant relationship

A9.  What is your current marital status?

1. Never married
2. Married
3. Separated
4, Divorced
5. Widowed
A10. How long have you been married/separated/divorced/widowed? years

A11. Who else lives in your household besides yourself? (Please check all that apply.)

Your husband/wife

Your mother

Your father

Your children 18 or under—» How many?
Your children over 18 ——» How many?
Sister(s) - —» How many?
Brother(s) » How many?
Grandchildren ————» How many?
Grandparent(s) ————— How many?
10. Other relatves —» How many?
11. Other non-relatives — 5 How many?
12. | live by myself.

©CONoOA~WN =

I

A12. Here are several broad income ranges. Please select the range that most closely
approximates your yearly household income, before taxes, from all sources, including
social security.

0 - $4,000
$4,001 - $9,000
$9,001 - $18,000
$18,001 - $30,000
$30,001 - $40,000
____$40,001 - $50,000
___ $50,001 - $60,000
___ Above $60,000

PNO A WN

. A13. Altogether, how many people live on this income?

People.




Do you have any of the following illnesses or conditions at the present
me? ’

Circle No or If YES, circle how much the illness
Yes interferes with your daily activities.

s

B1 |Anemia No Yes | NotAtAll | A Little | A Great Deal

B2 | Arthritis or rheumatism No Yes | NotAtAll | A Little | A Great Deal

B3 |Asthma  No Yes | Not AtAll | A Little | A Great Deal

B4 | Cancer or leukemia No Yes | NotAtAll i A Little | A Great Deal

B5 | Circulation trouble in arms, | No Yes | NotAtAll @ A Little | A Great Deal
legs, or feet

B6 | Depression, anxiety or No Yes | NotAtAll A Little | A Great Deal
emotional problems

B7 | Diabetes No Yes | NotAtAll A Little | A Great Deal

B8 | Effects of Polio No Yes | NotAtAll | A Little | A Great Deal

B9 | Effects of stroke No Yes | Not AtAll | A Little | A Great Deal

B10 Emphysema or chronic No Yes | Not AtAll | A Little | A Great Deal
bronchitis

B11 | Epilepsy/seizures No Yes | Not AtAll | AlLittle | A Great Deal

B12 Glaucoma No Yes | NotAtAll @ A Little | A Great Deal

B13 | Heart Disease No Yes | NotAtAll @ AlLittle | A Great Deal

B14 | High blood pressure No Yes | Not AtAll | A Little | A Great Deal
(greater than 140/90) ‘

B15 | Kidney disease No Yes | Not AtAll | A Little | A Great Deal

B16 Liver disease No Yes | NotAtAll A Little | A Great Deal

B17 | Multiple Sclerosis No Yes | NotAtAll A Little | A Great Deal




ILLNESS / CONDITION

Circle No or

If YES, circle how much the illness

Yes interferes with your daily activities.
B18 | Stomach or intestinal No Yes | Not At Ali A Little | A Great Deal
disorders, gall bladder
problems, or irritable ;
bowe! syndrome § ‘ (
B19 | Other urinary tract | No Yes | NotAtAll & A Little | A Great Deal
disorders (including
prostate trouble)
B20 | Parkinson's Disease No Yes | Not AtAll | A Little | A Great Deal
B21 | Severe memory problems | No Yes | NotAtAll | AlLittle | A Great Deal
such as Alzheimer's or
other dementing illness
B22 | Skin disorders such as No Yes | Not At All ; A Little | A Great Deal
pressure sores, leg ulcers, | :
or severe burns. ] J
B23 Thyroid or other glandular ' No Yes | Not At All A Little | A Great Deal
disorders
B24 | Tuberculosis No Yes Not at All A Little | A Great Deal
B25 | Stomach Ulcers No Yes Not at All A Little | A Great Deal
B26 §Leg Amputation(s) No Yes Not at All 1 A Little | A Great Deal

!
!

Please continue to the next page of the questionnaire.




The following statements are about your thoughts and feelings since your
husband was diagnosed with prostate cancer. Please circle the statement
that best describes your thoughts and feelings. Please respond to every

statement.

THOUGHTS AND FEELINGS
Tl =

CIRCLE RESPONSE

C1 lr:yohr::;tblg:]%w what is wrong with Strongly |Disagree Undecided = Agree | Strongly
' Disagree Agree
2 IaEZ\\l/eras lot of questions without Strongly |Disagree Undecided = Agree Strongly
' Disagree Agree
C3 | am unsure if my husband’s . .
iliness is getting )t,)etter orworse. |Strongly |Disagree 'Undecided — Agree Strongly
Disagree Agree
C4 It is unclear how bad m . .
husband’s pain will be. y Strongly |Disagree Undecided Agree Strongly
Disagree Agree
C5 The explanations they give about . : ;
my husFt))an d's con diti)c;r? seem Strongly |Disagree Undecided = Agree Strongly
hazy to me. Disagree Agree
C6 The purpose of each treatment for . .
my h%st?and is clear to me. Strongly |Disagree 'Undecided | Agree Strongly
Disagree Agree
C7 | do not know when to expect . .
things will be done to myp Strongly |Disagree 'Undecided @ Agree Strongly
husband. Disagree Agree
C8 My husband’s symptoms continue . .
toych ange unpreydi cF':ably. Strongly |Disagree Undecided | Agree Strongly
Disagree Agree
C I t i i
9 tou nmd:rs and everything explained Strongly |Disagree Undecided | Agree Strongly
Disagree Agree
C10 | The doctors say things to me that . .
could have mar):y meganings. Strongly |Disagree Undecided | Agree Strongly
Disagree Agree
6 S




THOUGHTS AND FEELINGS CIRCLE RESPONSE
S ,
C11 |l can predict how long m ) ; )
husbapnd’s iliness willglas{. Strongly |Disagree | Undecided Agree Strongly
Disagree i - Agree
C12 | My husband’s treatment is too , | , ? »
coymplex to figure out. Strongly | Disagree 'Undecided - Agree  Strongly |
Disagree | - Agree
C13 |Itis difficult to know if the . .
treatments or medications my Strongly |Disagree |Undecided | Agree  Strongly
husband is getting are helping. | Disagree ~ Agree
C14 | There are so many different types , . |
of staff, it is uncleayrwho i P Strongly |Disagree {Undecided = Agree Strongly
responsible for what. Disagree Agree
C15 | Because of the unpredictability of . .
my husband’s iIIneZs,lcannoty Strongly |Disagree 'Undecided - Agree  Strongly
plan for the future. Disagree | . Agree
C16 | The course of my husband's : ,
illness keeps chgnging. He has | Strongly |Disagree %Undemded Agree Strongly
good days and bad days. Disagree | Agree
C17  it's vague to me how | will : :
manage my husband’s care after | Strongly Disagree EUndemded Agree : Strongly
he leaves the hospital. Disagree | | Agree
C18 | ltis not clear what is going to . . |
happen to my husbangd. g Strongly |Disagree |Undecided | Agree | Strongly
Disagree L | . Agree
C19 |l usually know if my husband is . .
going tghave a go)c;d or bad day. Strongly |Disagree ‘Undecided Agree ' Strongly
Disagree | = . Agree
C20 | The results of my husband’s tests . ,
are inconsistent.y Strongly |Disagree Undecided - Agree | Strongly
Disagree . Agree
C21 | The effectiveness of m . . f
husband’s treatment isy Strongly |Disagree | Undecided . Agree | Strongly
undetermined. Disagree . Agree
C22 |Itis difficult to determine how lon : . o
it will be before | can care for myg Strongly | Disagree  Undecided . Agree - Strongly
'husband by myself. Disagree ’ .~ Agree
€23 1 can generally predict the course L T T
éofmyghusbané’gillness. Strongly |Disagree Undecided ' Agree . Strongly
| Disagree } Agree
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THOUGHTS AND FEELINGS CIRCLE RESPONSE
C24 Because of the treatment, what . .
my husband can do and cannot Strongly |Disagree Undecided = Agree Strongly
do keeps changing. Disagree Agree
C25 |1 am certain they will not find . ,
anything else wron g with my Strongly |Disagree Undecided | Agree . Strongly
husband. Disagree Agree
C26 | They have not given my husband . .
a sp)cleciﬂc diagngosis. y Strongly |Disagree |Undecided Agree | Strongly
Disagree Agree
C27 My husband’s physical distress is . .
pr}édi ctable: | k?\ozv when it is Strongly |Disagree Undecided | Agree . Strongly
going to get better or worse. Disagree Agree
C28 My husband’s diagnosis is : .
de%'mite and will ngt change. Strongly |Disagree Undecided @ Agree Strongly
Disagree Agree
C29 | candepend on the nurses to be . .
there whpen | need them. Strongly |Disagree Undecided = Agree | Strongly
Disagree : Agree
C30 | The seriousness of my husband'’s . .
iiness has been deterymined. Strongly |Disagree Undecided Agree  Strongly
Disagree Agree
C31 | The doctors and nurses use . .
everyday language so | can Strongly | Disagree Undecided @ Agree Strongly
understand what they are saying. |Disagree Agree

Please continue to the next page of the questionnaire.




The following statements are about your sense of control over your life since

your husband’s prostate cancer diagnosis. Please circle the response that

best describes how you think and feel about each statement.

SENSE OF CONTROL

CIRCLE RESPONSE

ple::‘Most of my problems
bad reaks. |

Strongly

isagree JUndecided

Agree

| Disagree |
D1 There is no sense in planning a . .
lot. If something is go‘i)ng to g Strongly |Disagree 'Undecided = Agree Strongly
happen, it will Disagree | ~ Agree
D2 The really good things that . .
happen tg ?ne are m%stly luck. Strongly |Disagree 'Undecided : Agree : Strongly
Disagree Agree
D3 IsS (r;r;:sezzcs).nsmle for my own Strongly |Disagree ,Undecided @ Agree ' Strongly
Disagree Agree
D4 | can do just about anything | . .
really seg my mind to.yt 9 Strongly |Disagree ‘Undecided  Agree ~ Strongly
Disagree | Agree
- y T R I | ~
ba%stbc:ear?()s/.problems are due to Strongly |Disagree ‘ Undecided | Agree ' Strongly
Disagree | Agree
D6 || have little control over the bad . ! . |
things that happen to me. Strongly |Disagree Undecided ; Agree . Strongly
Disagree | . Agree
D7 My misfortunes are a result of the . .
mi};takes | have made. Strongly |Disagree | Undecided Agree : Strongly
Disagree | Agree
D i ilures. . o
8 | am responsible for my failures Strongly |Disagree |Undecided | Agree | Strongly
Disagree : . Agree
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The next questions ask about marital attitudes and behaviors. Answer all
questions as honestly as possible. Answer all questions with your partner in
mind unless directed otherwise. Please answer the questions without talking
to your partner. Your partner should not see or help with the answers. Circle
the number from 1 to 7 that best describes your thoughts and feelings about
each statement. :

ATTITUDES AND BEHAVIORS CIRCLE RESPONSE

E1 We have a good marriage. Strongly 1 2 3 4 5 6 7 Strongly
Disagree Agree
E2 My relationship with my partner is | Strongly 1 2 3 4 5 6-----7 Strongly
very stable. Disagree . Agree
E3 Our marriage is strong. Strongly 1 2 3 4 5 6-----7 Strongly
Disagree . Agree
E4 My relationship with my partner | Strongly 1 2 3 4 5 6-----7 Strongly
makes me happy. Disagree Agree
ES | really feel like part of a team with | Strongly 1 2 3 4 5 6-----7 Strdngly
my partner. Disagree Agree
E6 On the scale below, circle the number from 1-10 that best describes the degree of happiness,
everything considered, in your marriage.
1 2 3 4 5 6 7 8 9 10
Very unhappy Happy Perfectly happy
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In the space below, please answer the following questions.

LY

F1. Since your husband's diagnosis of prostate cancer, what has your husband said or done that you

experienced as most annoying or that upset you, made you angry, or just somehow rubbed you the
wrong way?

F2. Since your husband’s diagnosis of prostate cancer, what have you wished that your husband had
done or said to help you cope with his cancer that he did not do?

11




The statements below are possible reactions that you may have had towards

your husband since his diagnosis of prostate cancer. Please tell us how often

you have responded this way since his diagnosis.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G1 ggt‘g: ﬁ:;;‘::tb vavnﬁ iig:agnoss, youve Never Rarely Sometimes Often
’ responded | responded responded | responded
this way this way this way this way
G2 | Since your husband’s diagnosis, you've .
seemed angry or upset with him when he Never Rarely Sometimes Often
needed assistance. responded resPonded responded responded
this way this way this way this way
G3 | Since your husband’s diagnosis, you've .
complimented the way he was coping with Never Rarely Sometimes Often
his illness. responded | responded responded responded
this way this way this way this way
G4 | Since your husband'’s diagnosis, you've .
. X I Never Rarely Sometimes Often
seemed not to enjoy being around him. responded . responded responded responded
this way this way this way this way
G5 | Since your husband’s diagnosis, you've .
made him wait a long time for help when he Never Rarely Sometimes Often
needed it. responded responded resPonded responded
this way this way this way this way
G6 | Since your husband’s diagnosis, you've .
made it comfortable for him to share with you Never Rarely Sometimes Often
how he was feeling. responded responded responded | responded
this way this way this way this way
G7 | Since your husband’s diagnosis, you've .
avoided being around him when he was not Never Rarely Sqmetlmes Often
feeling well. responded responded responded responded
this way this way this way this way
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THOUGHTS AND FEELINGS CIRCLE RESPONSE
G8 | Since your husband's diagnosis, you've .
given him the idea you really did not want to i Rarely ; Sometimes Ofter; d
talk about a problem he was having. responded responded responded responce
this way thisway | this way this way
G9 ssggﬁe%og: hle"ﬁ ggr;l tsﬂrc::agno&s, youve Never Rarely Sometimes Often
y ' responded | responded ;| responded | responded
this way thisway | this way this way
G10 | Since your husband’s diagnosis, you've .
made it a point to spend time with him when Neve; Rarely d | SOmet|me: Ofter:’ d
ou thought he was feeling low. respon ed responde res!)onde responde
y this way this way this way this way
G11 | Since your husband’s diagnosis, you haven’t .
seemed to respect his feelings. Never Rarely Sometimes Often
responded | responded responded | responded
this way this way this way this way
G12 | Since your husband’s diagnosis, you've .
complained about his illness or about helping Never | Rarely Sometimes Often
him with a task he found difficulttodoby | FeSPonded | responded | responded | responded
himself. this way this way this way this way
G13 | Since your husband’s diagnosis, you've .
acted uncomfortable talking to him about his Never Rarely % Sometimes Often
iliness. responded responded | responded responded
this way thisway | this way this way
G14 | Since your husband’s diagnosis, you've .
criticized the way he was coping with his Never Rarely Sometimes Often
disease and/or its treatment. responded responded | responded responded
this way this way I this way this way
G15 | Since your husband’s diagnosis, you've been .
affectionate with him when you thought he Never Rarely Sometimes Often
needed support. responded responded | responded responded
this way this way this way this way
G16 | Since your husband's diagnosis, you've .
. : Never Rarely Sometimes Often
acted less accepting of him. responded | responded | responded responded
this way thisway |  this way this way
G17 | Since your husband’s diagnosis, you haven't | . §
been emotionally supportive of him when he Never Rarely Sometimes Often 3
expected some support. ! responded | responded responded responded
this way this way this way this way
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The next set of questions concern your relationship with your husband
his diagnosis of prostate cancer. Please circle the response that best
describes your thoughts and feelings about each statement.

since

CIRCLE RESPONSE

H1 |Since my husband’s diagnosis, | Di A st I
have been able to depend on him to | Strongly Isagree | Agree Arong y
help me if | really need it. Disagree gree

H2 |Since my husband’s diagnosis, | Di A st |
have not been able to turn to him for | Strongly Isagree | Agree p:’ong y
guidance in times of stress. Disagree gree

H3 |Since my husband’s diagnosis, he .
has enjoyed the same social Strongly Disagree = Agree | Strongly
activities | do. Disagree Agree

H4 | Since my husband’s diagnosis, | Di A St |
have felt personally responsible for  Strongly Isagree = Agree A’ong y
his well-being. Disagree gree

H5 |Since my husband’s diagnosis, | Di A St |
have not thought that he respected | Strongly  |Pisagree. - Agree Afong y
my skills and abilities. Disagree gree

H6 | Since my husband’s diagnosis, if Disaql A S |
something went wrong he would not | Strongly Disagree - Agree Xong y
come to my assistance. Disagree gree

H7 |Since my husband’s diagnosis, | Di A st |
have had a close relationship with | Strongly isagree  Agree Ar°"9 y
him that provides me with a sense of | Disagree gree
emotional security and well-being.

H8 | Since my husband’s diagnosis, he Di A S |
has recognized my competence and | Strongly isagree | Agree trongly
skill. Disagree Agree

H9 |Since my husband’s diagnosis, he b _
has not shared my interests and Strongly isagree . Agree | Strongly
concerns. Disagree ’ Agree
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THOUGHTS AND FEELINGS CIRCLE RESPONSE

H10 | Since my husband’s diagnosis, he | Di A Stronal
'has not really relied on me for his | Strongly ISagree - Agree rongly

well-being.  Disagree Agree
H11 ; Since my husband's diagnosis, he ,

has been a trustworthy person | ‘Strongly | Disagree ' Agree | Strongly

could turn to for advice if | were | Disagree . Agree

i
|
1

having problems.

H12 | Since my husband's diagnosis, | - i ID' o A st '
have lacked a feeling of intimacy | Strongly | Uisagree . Agree rongly
with him.  Disagree Agree

|
i

!
|

Please continue to the next page of the questionnaire.
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The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES

CIRCLE RESPONSE

I1. Vigorous activities, such as running, Yes, limited . Yes, limiteda  No, not limited at all
- lifting heavy objects, or participating in a lot little
strenuous sports
I2. Moderate activities, such as movinga | Yes, limited | Yes, limiteda | No, not limited at all
table, pushing a vacuum cleaner, a lot little
bowling, or playing golf
I3. Lifting or carrying groceries Yes, limited  Yes, limited 2 ; No, not limited at all
alot little
I14. Climbing several flights of stairs Yes, limited | Yes, limiteda | No, not limited at all
a lot little
I5. Climbing one flight of stairs Yes, limited = Yes, limited a | No, not limited at all
a lot little
16. Bending, kneeling, or stooping Yes, limited = Yes, limited a | No, not limited at all
a lot little
I7. Walking more than a mile Yes, limited  Yes, limited a = No, not limited at all
a lot little
18. Walking several blocks Yes, limited Yes, limited a No, not limited at all
a lot little
19. Walking one block Yes, limited = Yes, limiteda . No, not limited at all
a lot little
110. Bathing or dressing yourself Yes, limited Yes, limited a No, not limited at
a lot little all
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL

HEALTH? Please circle YES or NO for each question.

CIRCLE RESPONSE

I11. Cut down on the amount of time you spent on work or Yes No
other activities
i
112. Accomplished less than you would like Yes No
I113. Were limited in the kind of work or other activities Yes No
I14. Had difficulty performing the work or other activities (for Yes No
example, it took extra effort)

uring the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,

D s

such as feeling depressed or anxious? Please circle YES or NO for each

question.

EMOTIONAL PROBLEMS CIRCLE RESPONSE
115. Cut down on the amount of time you spent on work or Yes No
other activities
116. Accomplished less than you would like ! Yes No
?
- 117. Didn’t do work or other activities as carefully as usual Yes No J
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These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. For each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

the past 4 weeks ...

FEELINGS

CIRCLE RESPONSE

Most of the

A little of

: v AII of ‘the‘ A good b|t MSovmé of None of
I?
118. | Did you feel full of pep time time of the time | thetime | the time | the time
All of the  Most ofthe| A good bit | Some of | A little of | None of
19 :I:r\(,izgupg;%%? very time time of the time | the time | the time | the time
. All of the | Most of the | A good bit | Some of | A little of | None of
120. |Have you felt so down in . : . ; . :
the dumps that nothing time time of the time | the time | the time | the time
could cheer you up?
All of the Most of the| A good bit | Some of | A little of | None of
121. g:;’ge)flgll; felt calm and time time of the time | the time ; the time | the time
. All of the Most of the| A good bit | Some of | A little of | None of
122 |Did yox;have a lot of time time of the time | the time | the time | the time
energy”
All of the Most ofthe! A good bit | Some of | A little of | None of
123. | Have you felt downhearted time time of the time | the time | the time | the time
and blue?
. All of the | Most of the | A good bit | Some of | A little of | None of
) .
124. Did you feel wprn out’ time time of the time | the time | the time | the time
All of the  Most of the| A good bit | Some of ‘ A little of | None of
25. | Have yf,’“ been a happy time time of the time | the time | the time | the time
person?
: L All of the Most of the! A good bit | Some of | Alittle of | None of
l?
126. | Did you feel tired? time time of the time | the time | the time | the time
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127. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
All of Most of Some of A little of None of

The time the time the time the time the time

128. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

I30. During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately , Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT CIRCLE RESPONSE

131. | seem to get sick a little Definitely Mostly Not sure. | Mostly false. Definitely

easier than other people. true. true. | false.
132. | am as healthy as Definitely Mostly Not sure. | Mostly false. | Definitely
anyone | know. true. true. false.

I33. | expect my health to get Definitely Mostly Not sure. | Mostly false. . Definitely

worse. true. true. false.
134. My health is excellent. Definitely Mostly Not sure. | Mostly false. |~ Definitely

true. true. false.

I35. In general, would you say your health is:
Please circle your response.

Excellent Very Good Good Fair Poor

136. Compared to one year ago, how would you rate your health in general now?
Please circle your response.

i
|
i

Much better now Somewhat - About the same. Somewhat worse | Much worse now
than one year ago. | better now than now than one ; than one year
one year ago. year ago. ’g ago.
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Please answer the following questions related to your husband’s prostate
cancer diagnosis.

K1. When did you first hear of the Prostate Specific Antigen (PSA) test or prostate blood test?

| have never heard of the PSA test.

| heard about it from the media (T.V., radio, newspaper, magazine).
| heard about it from my husband.

| heard about it from my friends or relatives.

| heard about it from my primary care physician.

| heard about it from my husband’s “urologist.

1.
2.
3.
4,
5.
6.
7. | heard about it today while in the clinic.

K2. How much do you know about how the PSA test is used to detect prostate cancer? Please
circle your response.

1 2 3 4 5
None A little A moderate A lot A great
amount deal

K3. Has a doctor ever talked to you about your husband’s PSA level? Please mark your
response.

1. ___ No (go to question K5).
2. ___Yes (go to question K4).
3. ___ Don't know (go to question K5).

K4. How satisfied were you with the discussion that you had with your husband’s doctor about
his PSA level? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a lot Completely
Satisfied satisfied satisfied satisfied satisfied

K5. Do you know your husband’s last PSA value?

1.____YES If Yes, please write it here: PSA value (ng/ml)
2. ____NO If No, please mark one of the following options:

2a. | don’t remember his last PSA value.

2b. | have never been told my husband’s PSA value.
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K6. Do you know what different PSA levels mean? Please mark your response. ’

1. No
2. Yes
3. Unsure

K7. How concerned were you when your doctor first told your husband that his PSA level was
elevated or high? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite Extremely
Concerned concerned concerned concerned concerned

K8. Has a doctor ever talked to you about how your husband’s PSA level will be used to follow
his treatment of prostate cancer? Please mark your response.

1. No
2. Yes
3. Don’t know.

K9. What do you think is the chance that your husband will have a recurrence of prostate cancer
after his treatment? Please circle your response.

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
chance unlikely chance likely to happen

Did anyone assist you with the completion of this questionnaire?

No
Yes if yes, who?

22 S




Thank you for taking the time to fill out this questionnaire. ﬁ
Your answers are very important to us. They will help |
researchers learn more about the quality of life of prostate .
cancer patients and their families. |

|
| We appreciate the care you have shown in completing this |
survey! We will be mailing you the second questionnaire one |
month after your spouse begins his treatment for prostate ‘
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Isaac M. Lipkus
Principal Investigator

Appendix B:

" One-Month Questionnaires




Patient with a Spouse One-Month Follow-Up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like

to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope.

INSTRUCTIONS: In the following pages, you will be asked
several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your

spouse, and views of your illness. Please try to answer each

question. While you complete the questionnaire, please do not
talk about the questions or answers with anyone. All your
responses will be kept strictly confidential, and will not be seen

by your spouse. Should you have any questions, please call Jill
Smith at (919) 956-5644. In advance, thank you for your time and

efforts.
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We will begin by asking you some questions about your
background.

A1

A3.

A4.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

Today’s date: / /
Month Day Year

Name:

Home Address:

Street

City State Zip Code

Home Phone Number: ( ) -

Apt. #

PT/SF1




The following statements are about your thoughts and feelings since beginning
your treatment for and/or management of prostate cancer. Please circle the

statement that best describes your thoughts and feelings. Please respond to.
every statement.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
'fEXAMPLE The purpose of each | Stréﬁfﬁ@!? 5 D'sag"ee, "U“dec'dedf Ag"ee
treatment is clear tome; ., o | DIRAIERL e e e
C1 :nde? not know what is wrong with Strongly = Disagree Undecided | Agree Strongly
Disagree Agree
2 ;::\\A’,ee;'bt of questions without Strongly = Disagree Undecided | Agree Strongly
Disagree Agree
C . . . .
3 :)Ztrre?gflxirg; y iliness is getting Strongly = Disagree Undecided | Agree | Strongly
Disagree Agree
C4 It is unclear how bad m . .
incontinence will be. y Strongly @ Disagree Undecided | Agree | Strongly
Disagree Agree
C5 The explanations they give about . .
my con%ition seem h;lz?/ to me. Strongly = Disagree Undecided | Agree | Strongly
Disagree Agree
6 .
C ;erptl:)r[r);):‘e of each treatment is Strongly = Disagree Undecided | Agree Strongly
Disagree Agree
Cc7 When | have impotence, | know . ' .
what this m eansE) about my Strongly | Disagree Undecided | Agree | Strongly
condition. Disagree Agree
C8 I do not know when to expect . .
things will be done to me.p Strongly = Disagree Undecided | Agree @ Strongly
Disagree Agree
C9 My symptoms/side effects . ,
coyntixue? to change unpredictably. | Strongly Disagree | Undecided | Agree | Strongly
Disagree Agree
C10 lunderst hi lai . .
stou?n : rstand everything explained Strongly = Disagree | Undecided Agree | Strongly
Disagree Agree
C11 | The doctors say things to me that . .
could have mar):y meganings. Strongly = Disagree | Undecided | Agree Strongly
' Disagree Agree
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The following statements are about your thoughts and feelings since beginning your |
treatment for andlor management of prostate cancer.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE
C12 gkﬁ?gg{edm how long my illness - Strongly l Disagree 'Undecided; Agree ' Strongly
' | Disagree | Agree
;C13 g%{t;eghment s too complex to . Strongly é Disagree %Undecided% Agree Strongly
_ Disagree | | | Agree
C14 lItis difficult to know if the . .
treatments or medications | am | Strongly : Disagree  Undecided . Agree | Strongly
getting are helping. Disagree { | Agree
C15 | There are so many different types ' J . .
of staff, it is unclegrwho is typ | Strongly i Disagree : Undecided | Agree Strongly
responsible for what.  Disagree . Agree
‘ ; R
.C16  Because of the unpredictability of . S
my iIIness,IcannoFt)plan forth)e - Strongly | Disagree Undecided ' Agree | Strongly
future. ~ Disagree | | Agree
C17 Thecourse - rﬁwmne;s kees - » - S S
changing. | haveygood days apnd ~ Strongly | Disagree Undecided | Agree | Strongly
bad days. ~ Disagree | ' Agree
; ; S I R
'C18 !Itis vague to me how | will Lo : .
manag% my care now that I've left - Strongly | Disagree . Undecided | Agree Strongly
the hospital. . Disagree ! 5 | Agree
| |
'C19 I have been given many differing . o
opinions abo%twhat is zvrong wgh‘ Strongly = Disagree Undecided Agree . Strongly
me. - Disagree | . Agree
c20 ::a';;:;?:)e;rewhat 's going to ~ Strongly ; Disagree A:Undecided‘E Agree Strongly
e  Disagree | ; I Agree
: ' i
Cc21 élusuall know if | am oingto | . |
Zhavea)g,;ood or bad dagy g ' Strongly | Disagree Undecnded‘ Agree Strongly
| _Disagree | | Agree
f022 E‘Ci;zzt'ngf my tests are Strongly , Disagree EUndecidedf Agree Strongly
- Q _Disagree ' f . Agree
c23 t t s : N |
623 :;I;h:nejfée:rxﬁlneedss of my reatment‘ Strongly = Disagree Undecided . Agree | Strongly
_ Disagree | ! Agree
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The following statements are about your thoughts and feelings since beginning your
treatment for and/or management of prostate cancer.
THOUGHTS AND FEELINGS CIRCLE RESPONSE
C24 Itis difficult to determine how lon i . .
it will be before | can care for 9 Strongly | Disagree : Undecided | Agree Strongly
myself. Disagree Agree
€25 '0? ?:y%?: :;:?ly predict the course Strongly | Disagree | Undecided Agree Strongly
' Disagree Agree
C26 Because of the treatment’s side . . ,
effects, what | can do and cannot Strongly | Disagree | Undecided & Agree Strongly
do keeps changing. Disagree Agree
C27 | am certain they will not find . : |
anything else w)r/on g with me. Strongly | Disagree | Undecided Agree Strongly
Disagree Agree
C28 | The treatment | am receiving has a . .
known probability of succesg. Strongly | Disagree | Undecided Agree Strongly
Disagree Agree
Cc29 gi';z)rl12:i\f not given me a specific Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C30 My incontinence and impotence . .
ar)cla predictable; | know v?lhen they | Strongly Disagree | Undecided | Agree  Strongly
are going to get better or worse. Disagree Agree
C31 | can depend on the clinic staff to . .
be therepwhen | need them. Strongly | Disagree | Undecided Agree Strongly
Disagree Agree
32 Zgznsggﬁ:r?iisez.of my illness has Strongly Disagree | Undecided | Agree Strongly
Disagree Agree
C33 The doctors and nurses use : .
| everyday language so | can Strongly - Disagree Undecided | Agree Strongly
‘understand what they are saying. Disagree Agree
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The following statements are about your sense of control over your life during
the past month. Please circle the response that best describes how you have
thought and felt during the past four weeks.

SENSE OF CONTROL CIRCLE RESPONSE
EXAMPLE: During the past — |
nth, most of my-problems Strongly < Disagree} Undecided | Agree | Strongly
Ue to bad breaks. Disagree Agree -
D1 ' During the past month, there was | - ; .
no seﬂse inpplanning alot. If ; Strongly Disagree | Undecided Agree Strongly
something is going to happen, it | Disagree ‘ Agree
will
D2 During the past month, the reall . .
good ?hingsp that happened to m}:e Strongly | Disagree Undecided Agree Strongly
were mostly luck. Disagree | | Agree
D3 | During the past month, | was - ]
respo?\siblepfor my own Strongly ngsagree§ Undecided Agree Strongly
successes. Disagree ' : Agree
D4 During the past month, | could do . . i
just agout a;:wthmg | really set my Strongly ~ Disagree * Undecided - Agree | Strongly
“mind to. . Disagree ; : Agree
D5  During the past month, most of | - .
my pr%blenfs were due to bad - Strongly Disagree Undecided Agree Strongly
breaks. | Disagree | 5 Agree
D6 ' During the past month, | had little | . | ]
'contrgl ovefthe bad things that | Strongly  Disagree Undecided . Agree | Strongly
happened to me. . Disagree | Agree
‘D7 During the past month, m | . W% .
misfo?tunespwere a result)gf the @ Strongly ~Disagree Undecided Agree | Strongly
mistakes | made. ~ Disagree Agree
‘D8 | During the past month, | was L _
Qresposrjnsiblepfor my failures. Strongly  Disagree | Undecided | Agree | Strongly
Disagree : Agree
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The next questions ask about marital attitudes and behaviors during the past
month. Answer all questions as honestly as possible. Answer all questions with
your partner in mind unless directed otherwise. Please answer the questions
without talking to your partner. Your partner should not see or help with the
answers. Circle the number from 1 to 7 that best reflects your thoughts and
feelings about each statement.

ATTITUDES AND BEHAVIORS

CIRCLE RESPONSE

7 Strongly

E1 During the past month, we have  Strongly 1 3 4 5 6
had a good marriage. Disagree Agree

E2 During the past month, my Strongly 1 3 4 5 6 7 Strongly
relationship with my partner has  Disagree Agree
been very stable.

E3 During the past month, our Strongly 1 3 4 5 6-----7 Strongly
marriage has been strong. Disagree Agree

E4 During the past month, my Strongly 1 3 4 5 6-----7 Strongly
relationship with my partner has  Disagree Agree
made me happy.

E5 During the past month, | have Strongly 1 3 4 5 6-----7 Strongly
really felt like part of a team with | Disagree Agree

my partner.

E6. On the scale below, circle the number from 1-10 that best describes the degree of happiness,
everything considered, in your marriage during the past month. Please circle the number that best
represents your response.

1

9 10

2

w
H

Very unhappy

(¢,

Happy

(]

Perfectly happy

[

PT/SF1




In the space below, please answer the following questions. ‘

F1. During the past month, what has your wife said or done that you experienced as most annoying or
That upset you, made you angry, or just somehow rubbed you the wrong way?

F2. During the past month, what have you wished that your wife had done or said to help you cope
with recovering from cancer that she did not do?
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The statements below are possible reactions that you may have had towards
your wife. Please tell us how often you have responded this way during the

past month.

CIRCLE RESPONSE

THOUGHTS AND FEELINGS

- EXAMPLE Duung the}past month,you’ve : fSometlmes
] Y ke 5 ‘; responded e
his way
G1 _During the past month, you've acted Never Rarely Sometimes Often
impatient with her. responded = responded responded responded
this way this way this way this way
G2 During the past month, you've seemed .
: Never Rarely Sometimes Often
:23& :r: cl;pset with her when she needed responded @ responded responded | responded
' this way this way this way this way
G3 During the past month, you've .
Never Rarely Sometimes Often
cgumrpl:;rr:l eesr;ted the way she was coping W'th responded | responded responded  responded
y this way this way this way this way
G4 | During the past month, you've seemed not Never Rarely Sometimes Often
to enjoy being around her. responded responded responded responded
this way this way this way this way
G5 During the past month, you've made her .
. . Never Rarely Sometimes Often
;/tvalt along time for help when she needed responded responded responded  responded
' this way this way this way this way
G6 During the past month, you've made it .
. Never Rarely Sometimes Often
:g;nzs;tsal ?;eelgggher to share with you how responded responded responded responded
' this way . this way this way this way
G7 During the past month, you've avoided .
. . Never Rarely Sometimes Often
:,eellrl' g around her when she was not feeling responded responded responded | responded
' this way this way this way this way
G8 During the bast month, you've given her the .
: . Never = Rarely Sometimes Often
I;’riiliﬁ ;ﬁ:"‘x, ad sldhr;?/:n\gant to talk about a responded responded responded responded
‘ this way this way this way this way
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THOUGHTS AND FEELINGS

CIRCLE RESPONSE

GS

During the past month, you've shouted or

Often

Never Rarely Sometimes
yelled at her. - responded ' responded : responded . responded
| thisway = this way thisway | this way
G10 | During the past month, you've made it a _ .
point to spend time with her when you Never Rarely : Sometimes Often
thought she was feeling low. E resPonded s responded responded g responded
. this way this way this way this way
G11 tl‘))u:ér;% ;2? t? :rsfteg?: 52 you've not seemed - Never | Rarely = Sometimes  Often
‘ - responded | responded = responded | responded
thisway | thisway | this way this way
G12 | During the past month, you've complained | .
about any medical problems she might Never Rarely ; Sometimes . Often
have, or about helping her with a task she responded . responded responded . responded
found difficult to do by herself. thisway ' thisway  this way this way
G13 | During the past month, you've acted _ .
uncomfortable talking to her about how she : Never Rarely Sometimes : Often
was coping with your illness. ~ responded responded responded responded
~ this way this way this way this way
| G14 | During the past month, you've criticized the .
way she was coping with your disease ‘ Never | Rarely Sometimes ; Often
and/or its treatment. res!:onded : responded ; res!)onded ' responded
! this way this way this way this way
;G15 During the past month, you've been ; .
affectionate with her when you thought she Never Rarely i Sometimes _ Often
needed support. | responded responded E responded ‘ responded
- thisway  this way this way this way
G16 aDéJCrleng:irtTheo;;a;‘sérmonth, you've acted less | Never  Rarely = Sometimes | Often
piing ' ' responded ' responded ' responded . responded
. thisway ' thisway '@ = this way this way
.G17 | During the past month, you‘ve not been .
; emotionally supportive of her when she Never _ Rarely Sometimes ; Often
expected some support - responded ' responded ' responded . responded
P pport. this way this way this way this way
10 PT/SF1




The following questions concern your relationship with your wife during the

past month. Please circle the response that best describes your thoughts and

feelings about each statement.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

EXAMPLE: During the past
month, | have not been able to
turn to my: wife for guldance m%:,

;tlmes of stressﬁ' -

2y
i

v | Disagree

4

! Agree | (s

H1 | During the past month, | have been D; A ' 3 |
able to depend on my wife to help Strongly Isagree gree Xong y
me if | really need it. Disagree gree

H2 During the past month, | have not .
been able to turn to my wife for Strongly Disagree |  Agree Strongly
guidance in times of stress. Disagree Agree

H3 | During the past month, my wife has ,
enjoyed the same social activities | Strongly Disagree Agree Strongly
do. Disagree Agree

H4 During the past month, | have felt Di A v st l
personally responsible for my wife's |  Strongly isagree gree rongly
well-being. Disagree Agree

H5 | During the past month, | have not Di
thought that my wife respected my Strongly isagree | Agree S/’irong|y
skills and abilities. Disagree gree

H6 During the past month, if somethin .
went \?vrongpmy wife would not ] Strongly | Disagree | Agree Strongly
come to my assistance. Disagree Agree

H7 | During the past month, | have had a Di A St |
close relationship with my wife that | Strongly Isagree gree Ar ongly
provides me with a sense of Disagree gree
emotional security and well-being.

H8 | During the ést month, my wife has .
recog?ﬂzedpmy competenz:,e and Strongly | Disagree Agree Strongly
skill. Disagree Agree

H9  During the past month, my wife has .
not sr?ared Fr)ny interests axd Strongly | Disagree | Agree Strongly
concerns. Disagree Agree
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THOUGHTS AND FEELINGS

H10

During the past month, my wife has

not really relied on me for her well- | Strongly

being. Disagree
H11 | During the past month, my wife has

been a trustworthy person | could Strongly

turn to for advice if | were having Disagree

problems, '
H12 | During the past month, | have

lacked a feeling of intimacy with my | Strongly

wife. Disagree

Disagree = Agree ! Strongly
» ; Agree
Disagree Agree Strongly
| Agree
. Disagree | Agree Strongly
; | Agree

CIRCLE RESPONSE

12

Please continue to the next page of the questionnaire.
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The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES

CIRCLE RESPONSE

I1. Vigorous activities, such as running, Yes, limited | Yes, limited a little | No, not limited at all
lifting heavy objects, or participating in a lot -
strenuous sports
12. Moderate activities, such as moving Yes, limited Yes, limited a little | No, not limited at all
a table, pushing a vacuum cleaner, a lot
bowling, or playing golf
I3. Lifting or carrying groceries Yes, limited | Yes, limited a little | No, not limited at all
a lot
I14. Climbing several flights of stairs Yes, limited Yes, limited a little | No, not limited at all
a lot
15. Climbing one flight of stairs Yes, limited | Yes, limited a little | No, not limited at all
a lot
16. Bending, kneeling, or stooping Yes, limited | Yes, limited a little | No, not limited at all
alot
I7. Walking more than a mile Yes, limited | Yes, limited a little | No, not limited at all
a lot
I18. Walking several blocks Yes, limited Yes, limited a I'ittle' No, not limited at all
' a lot
I19. Walking one block Yes, limited Yes, limited a little | No, not limited at all
a lot
110. Bathing or dressing yourself Yes, limited | Yes, limited a little | No, not limited at all
~alot

13
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL

PROBLEMS AS A RESULT OF PHYSICAL HEALTH

HEALTH? Please circle YES or NO for each question.

CIRCLE RESPONSE

I11. Cut down on the amount of time you spent on work or Yes No
other activities

I12. Accomplished less than you would like Yes No

I13. Were limited in the kind of work or other activities Yes No

I14. Had difficulty performing the work or other activities (for ; Yes No
example, it took extra effort)

I115. Cut down on the amount of time you spent on work or Yes No
other activities : '

116. Accomplished less than you would like ; Yes No

I17. Didn't do work or other activities as carefully as usual 14 Yes No

!

14
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the past 4 weeks ...

FEELINGS

These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. For each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

CIRCLE RESPONSE

EXAMPLE Haveyon felti;": Allof |

calm and peacef‘ 1?2

\{:“ R e B
- —

litime. |\

t|me

: ?
118.  Did you feel full of pep? All of the | Most of the A good bit Some of A little of | None of
time time of the time ' the time . the time | the time
119. Have you been a very . .
nervous person? All _of the |Most of the A good bit Some of . A little of Non_e of
time tme  ofthetime thetime | thetime | the time
120.  Haveyoufeltsodownin . eo | Mostof the A good bit | Some of A little of | None of
the dumps that nothing f i f the ti the ti the ti the ti
could cheer you up? ime ime of the time e time e time e time
121. s:;,cee)flglg felt calm and All of the | Most of the A good bit  Some of A little of | None of
) time time of the time the time = the time | the time
122. Er']deéoy%have a lot of All of the | Most of the A good bit Some of A little of | None of
' time time of the time  the time @ the time | the time
[23. | Have you felt downhearted | uyj of the | Most of the | A good bit | Some of | A litie of | None of
) time time of the time = the time = the time | the time
i ?
124.  Did you feel worn out: All of the | Most of the | A good bit | Some of A little of | None of
time time of the time | the time | the time | the time
125 s:r"sir{f,’” beenahappy | ajofthe [Mostofthe Agood bit  Some of A little of | None of
) time time of the time the time | thetime | the time
. s
126.  Did you feel tired All of the | Most of the A good bit  Some of A little of | None of
time time of the time ' thetime the time | the time
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I27 During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
- All of Most of Some of A little of None of
_ the time the time the time the time the time

| I28. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

;129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

13p. During the past 4 weeks, how much did pain interfere with your normal work (including both
: work outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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. Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT CIRCLE RESPONSE

131. 1 seem to get sick a little Definitely Mostly Not sure. = Mostly false. Definitely
easier than other people. true. true. , false.
I32. | am as healthy as Definitely Mostly Not sure. = Mostly false. Definitely
anyone | know. true. true. false.
133. | expect my health to Definitely Mostly Not sure. = Mostly false. Definitely
get worse. true. true. false.
I34. My health is excellent. Definitely Mostly Not sure.  Mostly false. Definitely
true. true. false.
I135. In general, would you say your health is:
Please circle your response.
Excellent Very Good Good Fair Poor
136. Compared to one year ago, how would you rate your health in general now?
Please circle your response.
Much better now Somewhat About the same. Somewhat worse | Much worse now
than one year ago. | better now than now than one than one year ago.
one year ago. year ago.
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URINARY FUNCTION: This section is about your urinary habits. Please

consider ONLY THE LAST 4 WEEKS.

J1. Over the past 4 weeks, how often have you leaked urine? Please circle your response.

Every day ‘ About once a week. } Less than once a week. ! Not at all.

i
b

J2. Which of the following best describes your urinary control during the last 4 weeks? Please circle
your response.

No control Frequent dribbling. Occasional dribbling. Total control.
whatsoever. ' '

J3. How many pads or adult diapers per day did you usually use to control leakage during the last 4
weeks? Please circle your response.

3 or more pads per day. 1-2 pads per day. No pads.

How big a problem, if any, has each of the following been for you? Please circle your response.

J4. Drippingurineor = Noproblem : Verysmall = Small Moderate . Big problem
wetting your pants. | ' problem | problem problem !

J5. Urine leakage - Noproblem | Verysmall =~ Small Moderate | Big problem
interfering with . problem ' problem problem :
your sexual i ! '
activity. i

J6. Overall, how big a problem has your urinary function been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5

! No problem Very Small Moderate Big

Small problem problem problem problem
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BOWEL HABITS: This section is about your bowel habits and abdominal pain.

Please consider ONLY THE LAST 4 WEEKS.

J7. How often have you had rectal urgency (felt like you had to pass stool, but did not) during the
Last 4 weeks? Please circle your response.

1 2 3 ' 4 5
More than About once More than once About once Rarely
once a day aday a week a week or never

J8. How often have you had stools (bowel movements) that were loose or liquid (no form, watery,
mushy) during the last 4 weeks? Please circle your response.

1 2 3 4 5
Never Rarely About half Usually Always
the time

J9. How much distress have your bowel movements caused you during the last 4 weeks?
Please circle your response.

1 2 3 4
Severe Moderate Little No
distress distress distress distress

J10. How often have you had crampy pain in your abdomen or pelvis during the last 4 weeks?
Please circle your response.

1 2 3 4 5 6
Several About once Several About once About once Rarely
times a day a day times a week a week this month or never

J11. Overall, how big a problem has your bowel habits been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5
Big Moderate Small Very small No
problem problem problem problem problem
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SEXUAL FUNCTION: The next section is about your sexual function and sexual
satisfaction. Many of the questions are very personal, but they will help us
understand the important issues that you face every day. Remember, YOUR

NAME DOES NOT APPEAR ANYWHERE ON THIS SURVEY. Please answer
honestly about THE LAST 4 WEEKS ONLY.

How has each of the following been for you? Please circle your response.

J12. Your level of ~ Very poor Poor ? Fair Good Very good
sexual desire?

J13. Your ability to - Very poor

| Poor Fair Good Very good
have an erection? |
J14. Your ability to Very poor Poor Fair Good Very good
reach orgasm : , :
(climax)?

i
|

J15. How would you describe the usual QUALITY of your erections? Please circle your response.

None at all. Not firm enough for any Firm enough for ; Firm enough for
sexual activity. masturbation and : intercourse.
foreplay only.

J16. How would you describe the FREQUENCY of your erections? Please circle your response.

I NEVER had an ' I had an erection | had an erection | had an erection | had an erection
erectonwhen!| | LESS THAN HALF | ABOUT HALF the | MORE THAN HALF |  WHENEVER |
wanted one. ’ the time | wanted | time | wanted one. = the time |wanted ' wanted one.
; one. , one.

J17. How often have you awakened in the morning or night with an erection? Please circle your
response.

Never - Seldom (less than i Not often (less ~ Often (more than

Very often (more
25% of the time)

- than half the time) half the time). | than 75% of the time)
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-1 J18. During the last 4 weeks, did you have vaginal or anal intercourse? Please circle your response.

No Yes, once § Yes, more than once

§

J19. Overall, how would you rate your ability to function sexually during the last 4 weeks? Please
circle your response.

1 2 3 4 5
Very poor Poor Fair ) Good Very good

J20. Overall, how big a problem has your sexual function been for you during the past 4 weeks?
Please circle your response.

1 2 3 4 —
No Very Small Moderate Big
problem small problem problem problem problem

J21. Overall, how satisfied are you with the treatment you received for your prostate cancer? Please
circle your response.

1 2 3 4 5
Extremely Dissatisfied Uncertain Satisfied Extremely
dissatisfied satisfied

J22a. Have you had erections since your treatment for prostate cancer?

1. No If no please go to question K1.
2. Yes If yes, please go to question J22b.
J22b. Do your erections require assistance? Please mark your
response.
1. No If no, please go to question K1.
2. Yes If yes, please indicate which method you use.
Viagra
Vasomax

Penile Injections
Urethral Suppositories (MUSE)
Vacuum Device
Constriction Ring

Other Please specify:
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Please answer the following questions related to your prostate cancer
diagnosis.

K1. How much do you know about how the PSA test is used to detect prostate cancer? Please
circle your response.

1 2 3 4 5 None
A little A moderate A lot A great
amount deal

K2. Did a doctor ever talk to you about your PSA level after surgery? Please mark your response.
1. ___Yes (Go to K3a)

K3a. How satisfied were you with the discussion that you had with your doctor about your PSA
level after surgery? Please circle your response; then go to question K4.

1 2 3 4 5 -
Not at all Slightly Moderately Quite a lot Completely
satisfied satisfied satisfied satisfied satisfied

2. ___No(Go to K3b)

K3b. Do you wish you'd had the opportunity to talk to your doctor about
your PSA level after surgery? YES NO

3. ___ Don't know

K4. Do you know your last PSA value?

1. YES IfYes, please write it here: PSA value (ng/ml)
2. ____NO If No, please mark one of the following options:

2a. | don’t remember my last PSA value.

2b. I have never been told my PSA value.
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K5. Do you know what different PSA levels mean? Please mark your response.

1. No
2. Yes
3. Unsure

K6. Has a doctor ever talked to you about how your PSA level will be used to follow your
treatment of prostate cancer? Please mark your response.

1. No
2. Yes
3. Don’t know

K7. What do you think is the chance that you will have a recurrence of prostate cancer after
your treatment? Please circle your response.

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
chance unlikely chance likely to happen

K8. How worried are you that you will have a recurrence of prostate cancer? Please circle your

response.
1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried
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circling the response that best describes your feelings.

Please tell us how strongly you agree or disagree with each statement below by

EXAMPLE | feel that my efforts | Strongly | Slightly | Neither
are notlced and rewarded. Disagree |Disagree | Agree nor
Disagree
o :cfeigllitfr;atlget what!am enitied . Strongly .~ Slightly | Neither s Slightly i Strongly
) . Disagree Dlsagree Agree nor | Agree Agree
| Disagree |
‘L2 Lizelﬂt;\:\?atrgmgdeﬁorts are noticed Strongly Sllghtly Neither Slightly Strongly
' Disagree I Dlsagree Agree nor | Agree Agree
§ Disagree
}
: ; |
L3 | feel that people treat me fairly. Strongly - Slightly 4 Neither Slightly Strongly
. Disagree . Disagree | Agree nor | Agree Agree
R e : | Disagree |
}
L4 | feel that | earn the rewards and o i . | .
punishments | get. - Strongly = Slightly | Neither I Slightly Strongly
. Disagree Disagree | Agree nor | Agree Agree
- Disagree |
|
L5 |Ifeel that when | meet with i . e
misfortune, | have brought it upon Strongly  Slightly Neither ! Slightly Strongly
myself ' . Disagree | Disagree  Agree nor | Agree Agree
' | .. Disagree :
L6 :i::el that | get what | deserve in Strongly Slightly | Neither ; Slightly Strongly
) Disagree | Disagree , Agree nor | Agree Agree
_ . Disagree |
L7 | feel that people treat me with the ' ap : . .
respect thgugesewe Strongly . Slightly Neither Slightly Strongly
' Disagree ' Disagree | Agree nor | Agree Agree
| | Disagree
L8 | feel the world treats me fairly. 1 Strongly Slightly Neither Slightly Strongly
| Disagree : Disagree ' Agree nor | Agree Agree
! : ' ! Disagree
L9 ;;a?? s'lgiléy belisve the world is a - Strongly Slightly Neither Slightly Strongly
P ' ! Disagree | Dlsagree Agree nor | Agree Agree
‘ - Disagree | :
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes

how you feel.

M1. Do you have feelings that you don’t really care what goes on around you? Please circle

your response.
1 2 3 4 5 6 7
Very seldom Very
or never often

M2. Has it happened in the past that you were surprised by the behavior of people whom you
thought you knew well? Please circle your response.

1 2 3 4 5 6 7

Never happened Always happened

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.
1 2 3 4 5 6 7
Never happened Always happened
M4. Until now, your life has had:
1 2 3 4 5 6 7
No clear goals or Very clear goals
purpose at all and purpose
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M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M7. Doing the things you do every day is:
| 1 2 3 4 5 6 7
A source of deep A source of pain
pleasure and and boredom
satisfaction -
- M8. Do you have very mixed-up feelings and ideas? Please circle your response.
1 2 3 4 5 6 7
Very often Very seldom
or never

'M9. Does it happen that you have feelings inside that you would rather not feel? Please circle
your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M10. Many people—even those with a strong character—sometimes feel like sad sacks
(losers) in certain situations. How often have you felt this way in the past? Please
circle your response. ‘

1 2 3 6 7
Never Very often

NN
(8]
)
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M11. When something happened, have you generally found that:

1 2 3 4 5 6 7
“You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

A
(4,
)]

1 2 3 6 7
Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5--- 6 7
Very often Very seldom
’ or never

Q1. Did anyone assist you with the completion of this survey?
No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! We will be mailing you the third questionnaire six
months from your treatment and/or management initiation
date.

PADODPROST\FORMSWATERIALT fionth follow up\im followuip, PESpouse-final 080599.96¢ 08/06/1999
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Spouse One-Month Follow-up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like
to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your

husband, and views of your husband’s iliness. Please try to

answer each question. While you complete the questionnaire,

please do not talk about the questions or answers with anyone.

All your responses Will be kept strictly confidential, and will not

be seen by your spouse. Should you have any questions, please
call Jill Smith at (919) 956-5644. In advance, thank you for your

time and efforts.
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We will begin by asking you some questions about your
background.

A1l.

A2.

A3.

A4.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

Today’s date: / /
Month Day Year
Name:
Home Address:
Street Apt. #
City State Zip Code

Home Phone Number: ( ) -
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The following

statements are about your thoughts and feelings since your
husband began his treatment for and/or management of prostate cancer.
Please circle the statement that best describes your thoughts and feelings.

Please respond to every statement.

R

C1 :ﬂndyohrLostbl;r::)dv.v what is wrong with Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C I i i : .
2 agz&z;_bt of questions without Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C3 | am unsure if my husband'’s . .
illness is getting );)etter or worse. Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C4 It is unclear how bad m . .
husband’s in continenceywill be. Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C5 The explanations they give about . .
my hus%and’s conditi)c;r? seem Strongly | Disagree Undecided | Agree Strongly
hazy to me. Disagree Agree
C6 The purpose of each treatment for . .
my h%stfand is clear to me. Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C7 | do not know when to expect . .
things will be done to myp Strongly | Disagree Undecided | Agree Strongly
husband. Disagree Agree
C8 My husband’s symptoms/side . .
ef?ects continu eyto Fc):han ge Strongly | Disagree Undecided | Agree Strongly
unpredictably. Disagree Agree
9 . .
c ,Imu nmd; rstand everything explained Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C10 |The doctors say things to me that . .
could have mazy me%nings. Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
3 SF1




The following statements are about your thoughts and feelings since your husband

began his treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C11 |l can predict how long m . .
husbapnd's iliness willgl asz Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C12 |My husband’s treatment is too . .
coympl ex to figure out, Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C13 |ltis difficult to know if the . .
treatments or medications my Strongly | Disagree | Undecided | Agree Strongly
husband is getting are helping. Disagree Agree
C14 | There are so many different types . .
of staff, it is uncleayr who is yp Strongly | Disagree | Undecided | Agree Strongly
responsible for what. Disagree Agree
C15 |Because of the unpredictability of . .
my husband’s illn ezs, | cann 0,3/ plan Strongly  Disagree | Undecided | Agree Strongly
for the future. Disagree Agree
C16 | The course of my husband’s illness . .
keeps changing.yHe has good days Strongly | Disagree | Undecided | Agree Strongly
and bad days. Disagree Agree
C17 |It's vague to me how | will manage . .
my hu?sband's care now that he’sg Strongly | Disagree Undecided | Agree Strongly
left the hospital. Disagree Agree
C18 |ltis not clear what is going to . .
happen to my husbangd. g Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C19 |1 usually know if my husband is . .
going tg have a go)c;d or bad day. Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C20 |The results of my husband’s tests . .
are inconsistent.y Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C21 | The effectiveness of my husband'’s . .
treatment is undetermir); ed. Strongly | Disagree | Undecided | Agree Strongly
1N Disagree Agree
C22 |ltis difficult to determine how long it . .
will be before | can care for my 9 Strongly | Disagree | Undecided | Agree Strongly
husband by myself. Disagree Agree
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The following statements are about your thoughts and feelings since your husband

began his treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C23 | can generally predict the course . .
of myghusban)é’s illness. Strongly | Disagree Undecided Agree Strongly
Disagree Agree
C24 Because of the treatment’s side . .
effects, what my husband can do Strongly | Disagree Undecided Agree Strongly
and cannot do keeps changing. Disagree Agree
C25 | am certain they will not find . .
anything else wgong with my Strongly | Disagree Undecided Agree Strongly
C26 They have not given my husband . .
a sp)c,eciﬁc diagngosis. y Strongly | Disagree Undecided Agree Strongly
Disagree Agree
Cc27 My husband’s incontinence and . .
imypotence are predictable; | know Strongly |Disagree Undecided | Agree Strongly
when they are going to get better | Disagree Agree
or worse.
C28 My husband’s diagnosis is definite . .
anyd will not chang%. Strongly  Disagree Undecided Agree Strongly
Disagree Agree
C29 | can depend on the clinic staff to . .
be therepwhen | need them. Strongly ~ Disagree Undecided Agree Strongly
Disagree Agree
C30 The seriousness of my husband'’s . .
iliness has been detelymined. Strongly | Disagree Undecided Agree Strongly
. Disagree Agree
C31 The doctors and nurses use . .
everyday language so | can Strongly | Disagree Undecided Agree Strongly
understand what they are saying. |Disadree Agree
Please continue to the next page of the questionnaire.
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The following statements are about your sense of control over your life during
the past month. Please circle the response that best describes how you have
thought and felt during the past four weeks.

SENSE OF CONTROL CIRCLE RESPONSE

D1 During the past month, there was . .

no seng\se inpplanning a lot. If Strongly | Disagree | Undecided | Agree Strongly

something is going to happen, it | Disagree Agree

will.
D2 During the past month, the reall . .

good gt’hingspthat happened to m):a Strongly | Disagree | Undecided | Agree Strongly

were mostly luck. Disagree Agree
D3 During the past month, | was . .

respo%siblepfor my own Strongly | Disagree | Undecided | Agree Strongly

successes. Disagree Agree
D4 During the past month, | could do . .

just agout apnything I really set my Strongly | Disagree | Undecided | Agree Strongly

mind to. Disagree Agree
D5 During the past month, most of . .

my pr%blenfs were due to bad Strongly | Disagree | Undecided | Agree Strongly

breaks. Disagree Agree
D6 During the past month, | had little . .

contrgl ove'r)the bad things that Strongly | Disagree | Undecided | Agree Strongly

happened to me. Disagree Agree
D7 During the past month, m . .

misfoaunespwere a result%f the Strongly | Disagree | Undecided | Agree | Strongly

mistakes | made. Disagree Agree
D8 During the past month, | was . .

respo%siblepfor my failures. Strongly | Disagree | Undecided | Agree Strongly

Disagree Agree
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The next questions ask about marital attitudes and behaviors during the past
month. Answer all questions as honestly as possible. Answer all questions with
your partner in mind unless directed otherwise. Please answer the questions
without talking to your partner. Your partner should not see or help with the
answers. Circle the number from 1 to 7 that best reflects your thoughts and
feelings about each statement.

ATTITUDES AND BEHAVIORS CIRCLE RESPONSE

E1 During the past month, we have |Strongly 1 2 3 4 5 6 7 Strongly
had a good marriage. Disagree Agree

E2 During the past month, my Strongly 1 2 3 4 5 6 7 Strongly
relationship with my partner has | Disagree Agree
been very stable. :

E3 During the past month, our Strongly 1 2 3 4 5 6-----7 Strongly
marriage has been strong. Disagree Agree

E4 During the past month, my Strongly 1 2 3 4 5 6-----7 Strongly
relationship with my partner has | Disagree Agree
made me happy.

E5 During the past month, | have Strongly 1 2 3 4 5 6-----7 Strongly
really felt like part of a team with | Disagree Agree
my partner.

E6. On the scale below, circle the number from 1-10 that best describes the degree of happiness,
everything considered, in your marriage during the past month. Please circle the number that best
represents your response.

w
EN
4}
DN
4
oo

1 2 9 10

Very unhappy Happy Perfectly happy




In the space below, please answer the following questions.

F1. During the past month, what has your husband said or done that you experienced as most
annoying or that upset you, made you angry, or just somehow rubbed you the wrong way?

F2. During the past month, what have you wished that your husband had done or said to help you
cope with his recovery from cancer that he did not do?
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The statements below are possible reactions that you may have had towards

your husband. Please tell us how often you have responded this way during
the past month.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
G1 Purin_g the PaSt _month, you've acted Never Rarely Sometimes Often
impatient with him. responded = responded responded responded
this way this way this way this way
G2 During the past month, you've seemed .
e b Never Rarely Sometimes Often
g:gg aor: cL;pset with him when he needed responded | responded responded responded
' this way this way this way this way
G3 During the past month, you've .
: . . Never Rarely Sometimes Often
flti)srrillilar??sznted the way he was coping with responded | responded responded responded
' this way this way this way this way
G4 Durin_g the past month, you've seemed not Never Rarely Sometimes Often
to enjoy being around him. responded = responded responded responded
this way this way this way this way
G5 During the past month, you've made him .
. . ' . Never Rarely Sometimes Often
wait a long time for help when he needed it. responded | responded responded responded
this way this way this way this way
G6 During the past month, you've made it .
: ' . Never Rarely Sometimes Often
ﬁgnx;’: ?:é?i;;r him to share with you how responded | responded responded responded
’ this way this way this way this way
G7 During the past month, you've avoided .
. . . Never Rarely Sometimes Often
\?\/2!? g around him when he was not feeling responded : responded responded responded
’ this way this way this way this way
G8 During the past month, you've given him .
: : Never Rarely Sometimes Often
Lh;oﬁe: gr‘z)lélfri"r{ edﬁar;o:\g/?: tto talk responded | responded responded responded
g this way this way this way this way
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THOUGHTS AND FEELINGS | CIRCLE RESPONSE
G9 D;:’;r:jg at:] ﬁi&ast month, you've shouted or Never Rarely Sometimes Often
y ’ responded | responded | responded responded
this way this way this way this way
G10 | During the past month, you've made it a point .
to spend time with him when you thought he Neveg d Rarelg Sometimes Often
was feeling low. responde respon ed responded responded
this way this way this way this way
G11 ?eigggttzi’?::;gzmh' you've not seemed to Never Rarely Sometimes Often
) responded | responded | responded responded
this way this way this way this way
G12 | During the past month, you've complained .
about any medical problems he might have, or Neve; d Rarel()l( d Sometu:eg Ofte: d
about helping him with a task he found difficult| f¢>Ponded | responded | responded | responde
to do by himself. this way this way this way this way
G13 | During the past month, you've acted .
uncomfortable talking to him about how he Never Rarely Sometimes Often
was coping with his illness. responded responded responded responded
this way this way this way this way
G14 | During the past month, you've criticized the .
way he was coping with his disease and/or its Never Rarely Sometimes Often
treatment. responded | responded ' responded responded
this way this way this way this way
G15 | During the past month, you've been .
affectionate with him when you thought he Never Rarely Sometimes Often
needed support. responded responded responded responded
this way this way this way this way
G16 l:gg;npgi;réeoaisi:n month, you've acted less Never Rarely Sometimes Often
' responded | responded | responded | responded
this way this way this way this way
G17 | During the past month, you've not been .
emotionally supportive of him when he Never Rarely Sometimes Often
expected some support, responded responded responded responded
this way this way this way this way

10

SF1




The following questions concern your relationship with your husband during the
past month. Please circle the response that best describes your thoughts and
feelings about each statement.

| CIRCLE RESPONSE
H1 During the past month, | have been .
able to depend on my husband to Strongly Disagree | Agree Strongly
help me if | really need it. Disagree Agree
H2 | During the past month, | have not Di A S |
been able to turn to my husband for | Strongly Isagree gree Kong y
guidance in times of stress. Disagree gree
H3 | During the past month, my husband .
has e?\joyeg the same sog‘,/ial Strongly | Disagree |  Agree Strongly
activities | do. Disagree Agree
H4  During the past month, | have felt Di S |
personally responsible for my Strongly isagree |  Agree ;‘rong y
husband’s well-being. Disagree gree
H5 | During the past month, | have not Di A St |
thought that my husband respected Strongly Isagree gree Arong y
my skills and abilities. Disagree gree
H6 | During the past month, if something .
went wrong my husband would not Strongly Disagree | Agree SXoneg
come to my assistance. Disagree gree
H7 | During the past month, | have had a Di A St |
close relationship with my husband Strongly Isagree gree Arong y
that provides me with a sense of Disagree gree
emotional security and well-being.
H8 During the asf month, my husband .
has rgcogn?zed my compgtence Strongly | Disagree | Agree Strongly
‘and skill Disagree Agree
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THOUGHTS AND FEELINGS CIRCLE RESPONSE
H9 | During the past month, my husband .
has not shared my interests and Strongly | Disagree = Agree Strongly
concerns. Disagree Agree
H10 |During the past month, my husband X
has not really relied on me for his Strongly | Disagree |  Agree Strongly
well-being. Disagree Agree
H11 | During the past month, my husband .
has bgen aptrustworthy peyrson I Strongly | Disagree |  Agree Strongly
could turn to for advice if | were Disagree Agree
having problems.
H12 |During the past month, | have Di A St |
lacked a feeling of intimacy with my |  Strongly Isagree gree rongly
husband. Disagree Agree

Please continue to the next page of the questionnaire.
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The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES

CIRCLE RESPONSE

I1. Vigorous activities, such as running, Yes, limited | Yes, limited a little | No, not limited at all
lifting heavy objects, or participating in alot
strenuous sports
I2. Moderate activities, such as moving a | Yes, limited Yes, limited a No, not limited at all
table, pushing a vacuum cleaner, a lot little
bowling, or playing golf
I3. Lifting or carrying groceries Yes, limited Yes, limited a No, not limited at all
a lot little
14. Climbing several flights of stairs Yes, limited Yes, limited a No, not limited at all
a lot little
I5. Climbing one flight of stairs Yes, limited Yes, limited a No, not limited at all
a lot little
16. Bending, kneeling, or stooping Yes, limited Yes, limited a No, not limited at all
a lot little
I7. Walking more than a mile Yes, limited Yes, limited a No, not limited at all
a lot little
18. Walking several blocks Yes, limited Yes, limited a No, not limited at all
a lot little
I19. Walking one block Yes, limited Yes, limited a No, not limited at all
alot little
110. Bathing or dressing yourself Yes, limited Yes, limited a No, not limited at all
alot little
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL

PROBLEMS AS A RESULT O PHYSICAL HEALTH

HEALTH? Please circle YES or NO for each question.

CIRCLE RESPONSE

example, it took extra effort)

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,

I11. Cut down on the amount of time you spent on work or Yes No
other activities

112. Accomplished less than you would like Yes No

I13. Were limited in the kind of work or other activities Yes No

I14. Had difficulty performing the work or other activities (for Yes No

question.

such as feeling depressed or anxious? Please circle YES or NO for each

EMOTIONAL PROBLEMS CIRCLE RESPONSE
115. Cut down on the amount of tirhe you spent on work or Yes No
other activities
I16. Accomplished less than you would like Yes No
I17. Didn't do work or other activities as carefully as usual Yes No

14
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These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. or each question, please circle the answer that

comes closest to the way you have been feeling. How much of the time during
the past 4 weeks ...

FEELINGS CIRCLE RESPONSE

i ?
118. | Did you feel full of pep? All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time | the time | the time |the time
- Me E:Liﬁg;g;iﬂ? VeTY | Allof the | Most of the | A good bit | Some of | A little of | None of
) time time of the time | the time | the time |the time
120. | Have you felt so dovyn n All of the | Most of the | A good bit | Some of | A little of | None of

the dumps that nothing i £ fthe i the ti the ti the fi

could cheer you up? ime ime of the time e time e time e time
121. ;I:;/?e¥3|t;felt caim and All of the | Most of the | A good bit  Some of | Alittle of | None of
) time time of the time | the time | the time |the time
122 B:ig:;havea lot of All of the | Most of the | A good bit | Some of | A little of | None of
) time time of the time | the time | the time |the time
123. Have you felt downhearted | ot the | Most of the | A good bit | Some of | Alittle of | None of
’ time time of the time | the time | the time | the time

i ?
124. | Did you feel worn out: All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time | the time | the time |the time
125. l;:r:ir{gu been a happy Al of the | Most of the | A good bit | Some of | A little of | None of
' time time of the time | the time | the time |the time

. .
126. | Did you feel tired All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time | the time | the time |the time
15 SF1




127. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
All of Most of Some of A little of None of
the time the time the time the time the time

128. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

130. During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT CIRCLE RESPONSE

131. | seem to get sick a little | Definitely Mostly Not sure. | Mostly false. | Definitely false.
easier than other true. true.
people.

132. | am as healthy as Definitely Mostly Not sure. | Mostly false. | Definitely false.
anyone | know. true. true.

133. | expect my health to get | Definitely Mostly Not sure. | Mostly false. | Definitely false.
worse. true. true.

134. My health is excellent. Definitely Mostly Not sure. = Mostly false. | Definitely false.

true. true.

135. In general, would you say your health is:
Please circle your response.
Excellent Very Good Good Fair Poor

136. Compared to one year ago, how would you rate your health in general now?
Please circle your response.

Much better now Somewhat About the same. Somewhat worse Much worse now
than one year ago. | better now than now than one than one year ago.
one year ago. year ago.
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Please answer the following questions related to your husband’s prostate
cancer diagnosis.

K1. How much do you know about how the PSA test is used to detect prostate cancer? Please
circle your response.

1 2 3 4 5 None
A little A moderate A lot A great
amount deal

K2. Did a doctor ever talk to you about your husband's PSA level after surgery? Please mark
your response.

1.___Yes (Go to K3a)

K3a. How satisfied were you with the discussion that you had with your husband’s doctor about
his PSA level after surgery? Please circle your response; then go to question K4.

1 2 3 4 5
Not at all Slightly Moderately Quite a lot Completely
satisfied satisfied satisfied satisfied satisfied

2. ___ No (Go to K3b)

K3b. Do you wish you'd had the opportunity to talk to your doctor about your husband’s PSA
level after surgery? YES No

3.____Don't know

K4. Do you know your husband's last PSA value?

1.___YES IfYes, please write it here: PSA value (ng/ml)
2.____NO [f No, please mark one of the following options:
2a. | don't remember my husband’s last PSA value.
2b. | have never been told my husband’s PSA value.
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K5. Do you know what different PSA levels mean? Please mark your response.

1. No
2. Yes
3. Unsure

K6. Has a doctor ever talked to you about how your husband’s PSA level will be used to follow
his treatment of prostate cancer? Please mark your response.

1. No
2. Yes
3. Don’t know.

K7. What do you think is the chance that your husband will have a recurrence of prostate cancer
after his treatment? Please circle your response.

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
chance unlikely chance likely to happen

K8. How worried are you that your husband will have a recurrence of prostate cancer? Please
circle your response.

1 2 3 4 5
Not at all ' Slightly Moderately Very Extremely
worried worried worried worried worried
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Please tell us how strongly you agree or disagree with each statement below by
circling the response that best describes your feelings.

gly| Stightly | Nei

H g?sllit%at ' get what | am entitied Strongly | Slightly Neither | Slightly Strongly
' Disagree | Disagree | Agree nor | Agree Agree
Disagree
. 1 foel that my efforts are noficed Strongly | Slightly | Neither | Slightly |  Strongly
' Disagree | Disagree | Agree nor | Agree Agree
Disagree
L3 | lfeel that people treat me fairly. Strongly | Slightly Neither | Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
L4 |Ifeel that | earn the rewards and , . .
punishments | get. Strongly | Slightly Neither | Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
L5 |Ifeel that when | meet with . X .
misfortune, | have brought it upon | Strongly | Slightly | Neither | Slightly Strongly
myself ' Disagree | Disagree | Agree nor | Agree Agree
' Disagree
Lo |jreet that [getwhat I deservein | o | Siightly | Neither | Siightly Strongly
' Disagree | Disagree | Agree nor | Agree Agree
Disagree
L7 lfeel that people treat me with the , , .
respect thgt | (Fi)eserve. Strongly | Slightly Neither | Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
L8 |lfeel the world treats me fairly. Strongly | Slightly Neither | Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
el a?f:'l‘;i'g bellevetheworldisa | o ongly | Slightly | Neither | Slightly |  Strongly
' Disagree | Disagree | Agree nor | Agree Agree
Disagree
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes
how you feel.

M1. Do you have feelings that you don't really care what goes on around you? Please circle
your response.

1 2 3 4 5 6 7
Very seldom Very
or never often

M2. Has it happened in the past that you were surprised by the behavior of people whom you
thought you knew well? Please circle your response.

1 2 3 4 6 7
Never happened Always happened

()]

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.
1 2 3 4 5 6 7
Never happened Always happened
M4. Until now, your life has had:
1 2 3 4 5 6 7
No clear goals or : Very clear goals
purpose at all and purpose
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M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M?7. Doing the things you do every day is:
1 2 3 4 5 6 7
A source of deep A source of pain
pleasure and and boredom
satisfaction
M8. Do you have very mixed-up feelings and ideas? Please circle your response.
1 2 3 4 5 6 7
Very often Very seldom
or never

M9. Does it happen that you have feelings inside that you would rather not feel? Please circle
your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M10. Many people—even those with a strong character—sometimes feel like sad sacks
(losers) in certain situations. How often have you felt this way in the past? Please
circle your response.

1 2 6 7
Never Very often

w
S
(¢}

)
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M11. When something happened, have you generally found that:

1 2 3 4 5 6 7
You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

A
(3]
»

1 2 3 6 7

Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5 6 7
Very often Very seldom
or never

' Q1. Did anyone assist you with the completion of this survey?

No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! We will be mailing you the third questionnaire six
months from your husband’s treatment and/or management
initiation date.

P:\DODPROST\FORMS\MATERIAL\1 month follow up\1m followup spouse.080699.doc 08/06/1999
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Isaac M. Lipkus
Principal Investigator

Appendix C:

Six-Month Questionnaires




?

Patient with a Partner Six-Month Follow-Up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like

to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope within 1 week.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your
partner, and views of your iliness. Please try to answer each

guestion. While you complete the questionnaire, please do not
talk about the questions or answers with anyone. All your

responses will be kept strictly confidential, and will not be seen

by your partner. Should you have any questions, please call Jill
Smith at (919) 956-5644. In advance, thank you for your time and
efforts.
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We will begin by asking you some questions about your

background.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

A1. Today's date: / /
Month Day Year

A2. Name:

A3. Home Address:

Street Apt. #

City State Zip Code
A4. Home Phone Number: ( ) -

Alternate Phone Number: ( ) -
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THOUGHTS AND FEELINGS

The following statements are about your thoughts and feelings since beginning
your treatment for and/or management of prostate cancer. Please circle the

statement that best describes your thoughts and feelings. Please respond to

every statement.

CIRCLE RESPONSE

R

C1 Imd; not know what is wrong with Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C2 h f i i . .
Ian:\\’lvee;bt of questions without Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C3 | am unsure if my iliness is getti . .
better or worlse. y iness s getiing Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C4 It is unclear how bad m . .
incontinence will be. y Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C5 The explanations they give about . .
my con%ition seem th% to me. Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
Cé6 |Th f each tment i . .
ol lep g‘::;e of each treatment is Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C7 When | have impotence, | know . .
what this meansp about my Strongly | Disagree Undecided | Agree Strongly
condition. Disagree Agree
C8 | do not know when to expect . .
things will be done to m e_p Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C9 My symptoms/side effects . .
continue to change unpredictably. Strongly | Disagree | Undecided | Agree Strongly
| Disagree Agree
C10 d i i
{ou:\nee'rstand everything explained Strongly Disagree | Undecided | Agree Strongly
Disagree Agree
C11 | The doctors say things to me that . .
could have maXy me%nings. Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
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The following statements are about your thoughts and feelings since beginning your
treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C12 Lﬁ?{;g{edm how long my illness Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C13 fl\i/g;tr;eigpent Is too complex to Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
-C14 | ltis difficult to know if the . .
treatments or medications | am Strongly | Disagree | Undecided | Agree | Strongly
getting are helping. Disagree Agree
C15 | There are so many different types . X
of staff, it is unclegr who is yp S}rongly Disagree | Undecided | Agree Strongly
responsible for what. Disagree Agree
C16 |Because of the unpredictability of . .
my illness, | canno‘t) plan for th):a Strongly | Disagree | Undecided | Agree Strongly
future. Disagree Agree
C17 | The course of my illness keeps . .
changing. | haveygood days apnd Strongly | Disagree | Undecided | Agree Strongly
bad days. Disagree Agree
C18 |ltis vague to me how | will . .
managge my care now that I've left Strongly | Disagree | Undecided | Agree Strongly
the hospital. Disagree Agree
C19 |1 have been given many differin . .
opinions abo%t what is ywrong wgh Strongly | Disagree | Undecided | Agree | Strongly
me. Disagree Agree
c20 ::;;gg ?:)e;re‘{\’hat 's going to Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C21 |1 usually know if | am going to . .
have a)gljood or bad dagy. 9 Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C2 I
2 ;I;i:issl:et;s‘:f my tests are Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C23 | The effecti
is fnzefecr::;needs.s of my treatment Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
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The following statements are about your thoughts and feelings since beginning your
treatment for and/or management of prostate cancer.
THOUGHTS AND FEELINGS CIRCLE RESPONSE
C24 |ltis difficult to determine how lon , .
it will be before | can care for g Strongly | Disagree | Undecided | Agree Strongly
myself. Disagree Agree
C25 :)? ?ﬁﬁ: :;:"y predict the course Strongly | Disagree | Undecided Agree Strongly
Disagree Agree
C26 |Because of the treatment’s side . .
effects. what | can do and cannot S_trongly Disagree | Undecided | Agree Strongly
do keeps changing. Disagree Agree
C27 |l am certain they will not find . .
anything else w¥ong with me. Strongly | Disagree | Undecided | Agree Strongly
Disagree | Agree
C28 | The treatment | am receiving has : .
a known probability of su ccgss. Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
> . .
29 gir;?:.'g:i\: not given me a specific Strongly | Disagree = Undecided | Agree Strongly
Disagree Agree
C30 | My incontinence and impotence ) .
ar)e,e predictable; | know vl\D/hen they Strongly | Disagree | Undecided | Agree Strongly
are going to get better or worse. | Disagree Agree
C31 |1 candepend on the clinic staff to . .
be therepwhen | need them. Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
32 gzgnsggﬁéﬂiizz_of my iliness has Strongly | Disagree | Undecided Agree Strongly
Disagree Agree
C33 | The doctors and nurses use . .
everyday language so | can Strongly | Disagree Undecided | Agree Strongly
understand what they are saying. | Disagree Agree
5 PT/PF6




The following statements are about your sense of control over your life during
the past month. Please circle the response that best describes how you have
thought and felt during the past four weeks.

SENSE OF CONTROL CIRCLE RESPONSE
EXAMPLE: During the past R B
month,' most of my problems ‘St"°"9'y D'sagree Undecided | - Agree |-
: ’t‘ ‘b“ad breaks. | fD'§39'9e ~ |
D1 During the past month, there was . .
no se?\se inpplanning a lot. If Strongly | Disagree | Undecided | Agree Strongly
something is going to happen, it | Disagree Agree
will.
D2  During the past month, the reall - .
good %hingsp that happened to m&:a Strongly | Disagree | Undecided | Agree Strongly
were mostly luck. Disagree Agree
D3 During the past month, | was . .
respo?lsiblep for my own Strongly | Disagree | Undecided | Agree Strongly
successes. Disagree Agree
D4 During the past month, | could do . .
just agout apnything | really set my Strongly | Disagree | Undecided | Agree Strongly
mind to. Disagree Agree
D5 During the past month, most of m . .
probkgms w%re due to bad breaks?, Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
D6 During the past month, | had little . .
contrc?l ove?the bad things that Strongly ' Disagree | Undecided | Agree Strongly
“happened to me. Disagree Agree
D7 During the past month, m . .
misfo?tunespwere a result):)f the Strongly | Disagree | Undecided | Agree Strongly
mistakes | made Disagree Agree
D8 During the ast month Iwas . .
respo?'nsmlepfor my failures. Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
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The next questions ask about relationship attitudes and behaviors during the
past month. Answer all questions as honestly as possible. Answer all questions
with your partner in mind unless directed otherwise. Please answer the
questions without talking to your partner. Your partner should not see or
help with the answers. Circle the number from 1 to 7 that best reflects your
thoughts and feelings about each statement.

ATTITUDES AND BEHAVIORS CIRCLE RESPONSE

or

E1 During the past month, we have  Strongly 1 2 3 4 5 6 7 Strongly
had a good relationship. Disagree Agree

E2 During the past month, my Strongly 1 2 3 4 5 6 7 Strongly
relationship with my partner has | Disagree Agree
been very stable.

E3 During the past month, our Strongly 1 2 3 4 5 6-----7 Strongly
relationship has been strong. Disagree Agree

E4 During the past month, my Strongly 1 2 3 4 5 6-----7 Strongly
relationship with my partner has  Disagree Agree
made me happy.

ES During the past month, | have Strongly 1 2 3 4 5 6-----7 Strongly
really felt like part of a team with  Disagree Agree
my partner.

E6. On the scale below, circle the number from 1-10 that best describes the degree of happiness,
everything considered, in your relationship during the past month. Please circle the number that best
represents your response.

9 10

w
BN
()]
(e}
~
[e0]

1 2
Very unhappy Happy Perfectly happy
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In the space below, please answer the following questions.

F1. During the past month, what has your partner said or done that you experienced as most annoying

or that upset you, made you angry, or just somehow rubbed you the wrong way in regards to how
you are coping with your prostate cancer?

F2. During the past month, what have you wished that your partner had done or said to help you cope
with cancer that your partner did not do?
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past month.
THOUGHTS AND FEELINGS

CIRCLE RESPONSE

The statements below are possible reactions that you may have had towards
your partner. Please tell us how often you have responded this way during the

During the past month, you've acted .
G1 impat?ent wFi)th your pa rtr};er Never Rarely Sometimes Often
' responded | responded responded responded
this way this way this way this way
G2 |During the past month, you've seemed .
angry or upset with your partner when she Never Rarely Sometimes Often
needed assistance. res!)onded responded responded responded
this way this way this way this way
G3 | During the past month, you've .
complimented the way your partner was Never Rarely d Sometimes Often
coping with your illness. responded responde responded responded
this way this way this way this way
G4 | During the past month, you've seemed not . :
. : Never Rarely Sometimes Often
to enjoy being around your partner. responded | responded responded responded
this way this way this way this way
G5 | During the past month, you've made your .
partner wait a long time for help when she Never Rarely Sometimes Often
needed it. res!)onded res!)onded responded res!)onded
this way this way this way this way
G6 | During the past month, you've made it .
comfortable for your partner to share with Never Rarely Sometn;res Ofte: d
you how she was feeling. responded responded respon ed responde
this way this way this way this way
G7 | During the past month, you've avoided .
being around your partner when she was Never Rarely Sometimes Often
not feeling well. responded | responded responded responded
this way this way this way this way
G8 | During the past month, you've given your .
partner, the idea you really did not want to Never Rarely Sometimes Often
talk about a probiem she was having. responded responded responded responded
this way this way this way this way
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THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G9 D;g;gatpeo%?t an:tﬁre]trh’ you've shouted or Never Rarely Sometimes Often
y yourp ’ responded | responded responded responded
this way this way this way this way
G10 | During the past month, you've made it a .
point to spend time with your partner when Never Rarely Sometimes Often
you thought she was feeling low. responded resPonded responded responded
this way this way this way this way
G11 | During the past month, you've not seemed .
) . Never Rarely Sometimes Often
to respect your partner's feelings. responded | responded responded responded
this way this way this way this way
G12 | During the past month, you've complained .
about any medical problems your partner Never Rarely Sometimes Often
might have, or about helping your partner responded responded responded responded
with a task she found difficult to do by this way this way this way this way
herself.
G13 | During the past month, you've acted .
uncomfortable talking to your partner about Never Rarely Sometimes Often
how she was coping with your illness. responded responded responded responded
this way this way this way this way
G14 | During the past month, you've criticized the .
way your partner was coping with your Never Rarely Sometimes Often
disease and/or its treatment. responded responded responded responded
this way this way this way this way
G15 | During the past month, you've been .
affectionate with your partner when you Never Rarely Sometimes Often
thought she needed support. responded responded res?onded responded
this way this way this way this way
G16 aDg :en&i:geo‘;aysgurpgggk grou ve acted less Never Rarely Sometimes Often
) responded | responded responded responded
this way this way this way this way
G17 | During the past month, you've not been .
emotionally supportive of your partner when Never Rarely Sometimes Often
she expected some support. responded responded responded res!)onded
this way this way this way this way
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The following questions concern your relationship with your partner during the
past month. Please circle the response that best describes your thoughts and
feelings about each statement.

H1 | During the past month, | have been ,
able to depend on my partner to Strongly  Disagree Agree Strongly
help me if | really need it. Disagree Agree
H2 |During the past month, | have not Di A S |
been able to turn to my partner for | Strongly Isagree gree Xong y
guidance in times of stress. Disagree gree
H3 | During the past month, my partner .
has eﬁjoyeg the same soé,igl Strongly Disagree |  Agree Strongly
activities | do. Disagree Agree
H4 | During the past month, | have felt Di A I
personally responsible for my Strongly Isagree gree S/t;ong Y
partner's well-being. Disagree gree
H5 |During the past month, | have not Di A S |
thought that my partner respected Strongly Isagree gree Xong y
my skills and abilities. Disagree gree
H6 | During the past month, if somethin .
went \?vrongpmy partner would not ] Strongly | Disagree | Agree Strongly
come to my assistance. Disagree Agree
H7 | During the past month, | have had Di A St |
a close relationship with my partner |  Strongly Isagree gree Arong y
that provides me with a sense of Disagree gree
emotional security and well-being.
H8 | During the past month, my partner .
has rgcogn?zed my compgtgnce Strongly | Disagree | Agree Strongly
and skill. Disagree Agree
H9 | During the past month, my partner .
has not shared my interests and Strongly | Disagree | Agree Strongly
concerns. Disagree Agree
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| Please continue to the next page of the questionnaire.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
H10 | During the past month, my partner S
has not really relied on me for her Strongly Disagree | Agree Strongly
well-being. Disagree Agree
H11 | During the past month, my partner .
has bgen a trustworthy pe);rzon I Strongly Disagree | Agree Strongly
could turn to for advice if | were Disagree Agree
having problems.
H12 | During the past month, | have Di A S
lacked a feeling of intimacy with my | Strongly Isagree gree trongly
partner. Disagree Agree

12
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The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES CIRCLE RESPONSE

‘ I1. Vigorous activities, such as running, Yes, limited a Yes, limiteda | No, not limited at all
lifting heavy objects, or participating in lot little
strenuous sports
1
|
| 12. Moderate activities, such as moving Yes, limited a Yes, limited a | No, not limited at all
a table, pushing a vacuum cleaner, lot little
‘ bowling, or playing golf
| I3. Lifting or carrying groceries Yes, limited a Yes, limited a | No, not limited at all
| lot little
I14. Climbing several flights of stairs Yes, limited a Yes, limited a | No, not limited at all
lot little
I5. Climbing one flight of stairs Yes, limited a Yes, limited a | No, not limited at all
lot little
16. Bending, kneeling, or stooping Yes, limited a Yes, limiteda | No, not limited at all
lot little
| I7. Walking more than a mile Yes, limited a Yes, limited a | No, not limited at all
§ lot little
18. Walking several blocks Yes, limited a Yes, limited a | No, not limited at all
lot little
19. Walking one block Yes, limited a Yes, limited a | No, not limited at all
lot little
110. Bathing or dressing yourself Yes, limited a Yes, limited a No, not limited at
lot little all
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL

HEALTH? Please circle YES or NO for each question.

PROBLEMS AS A RESULT OF PHYSICAL HEALTH

CIRCLE RESPONSE

example, it took extra effort)

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,

I11. Cut down on the amount of time you spent on work or other Yes No
activities

112. Accomplished less than you would like ves No

I113. Were limited in the kind of work or other activities Yes No

I14. Had difficulty performing the work or other activities (for Yes No

such as feeling depressed or anxious? Please circle YES or NO for each

question.
EMOTIONAL PROBLEMS CIRCLE RESPONSE
[15. Cut down on the amount of time you spent on work or Yes No
other activities
116. Accomplished less than you would like Yes No
117. Didn’t do work or othem; activities as carefully as usual Yes No
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the past 4 weeks ...

These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. For each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

FEELINGS CIRCLE RESPONSE
 EXAMPLE: Have yo
~‘calm and peaceful’
i ?
118. |Didyoufeelfullof pep? | o i¢the | Mostofthe | Agood bit | Some of | A little of | None of
time time of the time | the time = the time | the time
119. Have you been a very . ,
nervous person? All ‘of the Mos.t ofthe Agood bit | Some of | A little of | None of
time time of the time | the time | the time | the time
120. Haveyoufeltsodownin |\, eo | Most of the| A good bit | Some of | Alittle of | None of
the dumps that nothing t 6 £ the ti the fi the ti the fi
could cheer you up? ime ime of the time e time e time e time
121. s:;lse)fﬁll’l? felt calm and All of the | Most of the . A good bit | Some of A little of | None of
) time time of the time | the time | the time | the time
Di h
122. e:]deéoy% ave a lot of All of the | Most of the A good bit | Some of A little of | None of
) time time of the time | the time | the time | the time
123. Have youfelt downhearted | ayi o the | Most of the | A good bit | Some of | A little of | None of
’ time time of the time | the time | the time | the time
i ?
124. | Did you feel worn out? All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time | the time | the time | the time
125. s:r‘;ir’:f’,“ beenahappy | ajl of the | Most of the | A good bit | Some of | A little of | None of
) time time of the time | the time | the time | the time
. o
126. | Did you feel tired All of the | Most of the | A good bit | Some of A little of | None of
time time of the time | the time | the time | the time
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I27. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)? Please circle your

response.
1 2 3 4 5

All of Most of Some of A little of None of

the time the time the time the time the time

I28. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups? Please
circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

I30F. During the past 4 weeks, how much did pain interfere with your normal work (including both
work outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT CIRCLE RESPONSE

I31. 1 seem to get sick a little Definitely Mostly Not sure. | Mostly false. Definitely
easier than other people. true. true. false.

132. | am as healthy as Definitely Mostly Not sure. Mostly false. Definitely
anyone | know. true. true. false.

! 133. | expect my health to Definitely Mostly Not sure. Mostly false. Definitely
get worse. true. true. , false.

134. My health is excellent. Definitely Mostly Not sure. Mostly false. Definitely
true. true. false.

135. In general, would you say your health is:
Please circle your response.

Excellent Very Good Good Fair Poor

136. Compared to one year ago, how would you rate your health in general now?
Please circle your response.

Much better now Somewhat About the same. Somewhat worse .| Much worse now
than one year ago. | better now than now than one than one year ago.
one year ago. year ago.
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J1. Over the past 4 weeks, how often have you leaked urine? Please circle your response.

H
i
!

Every day . About once a week. Less than once a week. Not at all.

J2. Which of the following best describes your urinary control during the last 4 weeks? Please circle
your response.

s i
No control whatsoever. Frequent dribbling.

i
!

Occasional dribbling. Total control.

J3. How many pads or adult diapers per day did you usually use to control leakage during the last 4
weeks? Please circle your response.

3 or more pads per day. 1-2 pads per day. No pads.

How big a problem, if any, has each of the following been for you? Please circle your response.

J4. Dripping urine or | No problem Very small Small Moderate Big problem
wetting your pants. | problem problem problem

J5. Urine leakage ~ No problem Very small Small Moderate Big problem
interfering with | problem problem problem
your sexual
activity. i

J6. Overall, how big a problem has your urinary function been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5
No problem Very Small Moderate Big
small problem problem problem problem
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BOWEL HABITS: This section is about your bowel habits and abdominal pain.

Please consider ONLY THE LAST 4 WEEKS.

J7. How often have you had rectal urgency (felt like you had to pass stool, but did not) during the
last 4 weeks? Please circle your response.

1 2 3 4 5
More than About once More than once About once Rarely
once a day a day a week a week or never

J8. How often have you had stools (bowel movements) that were loose or liquid (no form, watery,
mushy) during the last 4 weeks? Please circle your response.

1 2 3 4 5
Never Rarely About half Usually Always
the time

J9. How much distress have your bowel movements caused you during the last 4 weeks?
Please circle your response.

1 2 3 4
Severe Moderate Little No
distress distress distress distress

J10. How often have you had crampy pain in your abdomen or pelvis during the last 4 weeks?
Please circle your response.

1 2 3 4 5 6
Several About once Several About once About once Rarely
times a day a day times a week a week this month or never

J11. Overall, how big a problem has your bowel habits been for you during the last 4 weeks?
Please circle your response.

1 2 3 4 5
Big Moderate Small Very small No
problem problem problem problem problem
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SEXUAL FUNCTION: The next section is about your sexual function and sexual
satisfaction. Many of the questions are very personal, but they will help us
understand the important issues that you face every day. Remember, YOUR
NAME DOES NOT APPEAR ANYWHERE ON THIS SURVEY. Please answer
honestly about THE LAST 4 WEEKS ONLY.

How has each of the following been for you? Please circle your response.

J12. Your leve!l of sexual Very poor Poor Fair Good Very good
desire?

J13. Your ability to have Very poor Poor Fair Good Very good
an erection?

J14. Your ability to reach Very poor Poor Fair Good Very good
orgasm (climax)?

i

None at all.

Not firm enough for any
sexual activity.

Firm enough for
masturbation and
foreplay only.

J15. How would you describe the usual QUALITY of your erections? Please circle your response.

Firm enough for
intercourse.

I NEVER had an I had an erection
erection when | LESS THAN HALF
wanted one. the time | wanted

one.

Please circle your response.

. | had an erection
: MORE THAN HALF
the time | wanted

| had an erection
ABOUT HALF the !
time | wanted one. ;
z one.

i
i
{

J16. How would you describe the FREQUENCY of your erections? Please circle your response.

| had an erection
WHENEVER |
wanted one.

J17. How often have you awakened in the morning or night with an erection?

i

Never Seldom (less than | Not often (less than | Often (more than Very often (more than
- 25% of the time) half the time) half the time). 75% of the time)
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"1 J18. During the last 4 weeks, did you have vaginal or anal intercourse? Please circle your response.

No Yes, once Yes, more than once

J19. Overall, how would you rate your ability to function sexually during the last 4 weeks?
Please circle your response.

1 2 3 4 5
Very poor Poor Fair Good Very good

J20. Overall, how big a problem has your sexual function been for you during the past 4 weeks?
Please circle your response.

1 2 3 4 5
No Very Small Moderate Big
problem small problem problem problem problem

J21. Overall, how satisfied are you with the treatment you received for your prostate cancer?
Please circle your response.

1 2 3 4 5
Extremely Dissatisfied Uncertain Satisfied Extremely
dissatisfied satisfied

J22a. Have you had erections since your treatment for prostate cancer?

1. No If no please go to question K1.
2. Yes If yes, please go to question J22b.
J22b. Do your erections require assistance? Please mark your
response.
1. No If no, please go to question K1.
2. Yes If yes, please indicate which method you use.
Viagra
Vasomax

Penile Injections
Urethral Suppositories (MUSE)
Vacuum Device
Constriction Ring

Other Please specify:
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Please answer the following questions related to your prostate cancer and
the PSA (Prostate Specific Antigen) test.

The PSA is a relatively new test, and there is much to learn about how its use
affects patients. While answering the questions below, if you are unsure of any
words or terms, please make your best guess.

K1. Do you know why the PSA level is measured after surgery?
1 NO (if no, please go to K2)
2 YES (If yes, please answer K1a)

K1a. Inthe space below please explain briefly why you think the PSA is
Measured after surgery.

'K2." Do you know what it means to have a detectable PSA level after surgery?
1 NO (if no, please go to K3)
2 YES (if yes, please answer K2a)

K2a. Please explain briefly what you think it means to have a detectable PSA
Level after surgery.

K3. Do you think having a detectable PSA level after surgery means that prostate cancer
Is still present?

NO
YES
3 Don't know
K4. How many PSA tests have you had since surgery? (Number of tests)
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K5. When was your last PSA test? / / (Date)

K6. Do you know your last PSA value?

1 NO (if no, please mark one of the following options and go to K7.)
A. | don’t remember my last PSA value.
B. | have never been told my PSA value.
2 YES (if yes, please write it here: PSA value (ng/ml) and go to K6a.)

K6a. How reassured were you by the results of your last PSA test? Please
circle your response

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
reassured reassured reassured reassured reassured

K7. Was the value of your last PSA test “not detectable” (sometimes called “zero” or “less
than zero”)?
1_____NO (if no, please go to K8)
2 Don't know (please go to K8)
3 Ihave not had a PSA test since | had my surgery for prostate cancer. (go to K8)
4  YES (if yes, please go to K7a.)

K7a. How reassuring is it to you that your last PSA value was “not detectable”
(sometimes called “zero” or “less than zero”)? Please circle your

response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
reassuring reassuring reassuring reassuring reassuring

K8. Do you wish you'd had the opportunity to talk more to your doctor about what the results
of your last PSA test mean?

1 YES
2 NO
3 Don't know
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'K9.  Please circle your response. How worried are you about the resuits of your most recent
PSA test(s)? Are you...

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

K10. How worried are you about the actual number of PSA tests you've had since surgery?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

' K11. Do you feel you've had the right amount of PSA tests since your surgery?

1 Should have had fewer (please go to K12)
2 Number of tests is about right (please go to K12)
3 Should have had more (if more, please go to K11a.)

K11a. How many more tests do you think you should have had?

K12. How long after surgery (months or years) would you want to continue having your PSA
level measured? Please enter your response in the appropriate space below.

Months OR Years

K13. Has a doctor ever talked with you about how the PSA test will be used to help monitor
your prostate cancer?

1 NO (If no, go to K14)
2 YES (Ifyes, goto K13a.)

K13a. How satisfied have you been with your doctor’s explanations about why the PSA

test is used to help follow you after your surgery for prostate cancer? Please
circle your response.

1 2 3 4 5
- Not at all Slightly Moderately Very Completely
- satisfied satisfied satisfied satisfied satisfied
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K14. What do you think is the chance that you will have a recurrence of prostate cancer after
your surgery? Please circle your response.

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
chance unlikely chance likely to happen

K15. How worried are you that you will have a recurrence of prostate cancer? Please circle
your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

K16. Before your surgery, did you join a prostate cancer support group?

1 NO (if no, please go to K17.)
2 YES (if yes, please go to K16a.)

K16a. About how often did you attend prostate cancer support group meetings
prior to surgery?

Several times a week

About once a week

About twice a month

A WO DN -

About once a month

K17. After your surgery, did you join a prostate cancer support group?

1 NO

2 YES (if yes, please go to K17a)

K17a. About how often did you attend prostate cancer support group meetings?

Several times a week
About once a week
About twice a month

AW N -

About once a month
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Please tell us how strongly you agree or disagree with each statement below by
circling the response that best describes your feelings.

EXAMPLE: | feel that my efforts | Strongly g:gg:'ve A';f;tehﬁf, )
g e Disagree | Uisagree |.
are‘nqtlced and rewarded. > Disagree
L1 : ;‘?ﬁ I"tfheat | get what | am entitled Strongly | Slightly Neither Slightly Strongly
’ Disagree | Disagree | Agree nor | Agree Agree
Disagree
L2 é;,‘fje'rg‘n‘;’:rg"gdeﬁ"”s arenoticed | oiongly | Slightly | Neither  Slightly | Strongly
' Disagree | Disagree | Agree nor | Agree Agree
Disagree
L3 | feel that people treat me fairly. Strongly | Slightly Neither * | Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
L4 | feel that | earn the rewards and . . .
punishments | get Strongly | Slightly Neither Slightly Strongly
' Disagree | Disagree ' Agree nor | Agree Agree
ool Disagree
LS | feel that when | meet with . . .
misfortune, | have brought it upon Strongly | Slightly Neither Slightly Strongly
myself ' Disagree | Disagree = Agree nor = Agree Agree
) _Disagree |
L6 :iff: elthat | get what | deserve in Strongly | Slightly Neither Slightly Strongly
' Disagree | Disagree = Agree nor | Agree Agree
_______ o ... Disagree
L7 | feel that people treat me with the . . -
respect thzt I geserve Strongly | Slightly = Neither = Slightly Strongly
' Disagree | Disagree : Agree nor . Agree Agree
Disagree
L8 | feel the world treats me fairly. Strongly | Slightly Neither Slightly Strongly
Disagree | Disagree | Agree nor | Agree Agree
Disagree
L9 ::,at;ra :::iléy believe the world is Strongly | Slightly Neither Slightly Strongly
" ' Disagree | Disagree | Agree nor | Agree Agree
. Disagree
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes

how you feel.

M1. Do you have feelings that you don't really care what goes on around you? Please circle
your response.

1 2 3 4 5 6 7
Very seldom Very
or never often

M2. Has it happened in the past that you were surprised by the behavior of people whom you
thought you knew well? Please circle your response.

1 6 7
Never happened Always happened

N
w
NN
(¢}

J)

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.
1 2 3 4 ) 6 7
Never happened Always happened
M4. Until now, your life has had:
1 2 3 4 5 6 7
No clear goals or Very clear goals
purpose at all and purpose
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M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 6 7
Very often Very seldom
or never

w
£
(&)

5

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M?7. Doing the things you do every day is:
1 2 3 4 5 6 7
A source of deep A source of pain
pleasure and and boredom
satisfaction
M8. Do you have very mixed-up feelings and ideas? Please circle your response.
1 2 3 4 5 6 7
Very often Very seldom
or never

M9. Does it happen that you have feelings inside that you would rather not feel? Please circle
your response.

1 2 6 7
Very often Very seldom
or never

w
N
(8]

)
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M10. Many people—even those with a strong character—sometimes feel like sad sacks
(losers) in certain situations. How often have you felt this way in the past? Please

circle your response.

1 2 3 4 5 6 7
Never Very often
M11. When something happened, have you generally found that:
1 2 3 4 5 6 7
You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5 6 7
Very often Very seldom
or never

Q1.Did anyone assist you with the completion of this survey?

No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! We will be mailing you the fourth questionnaire twelve
months from your treatment and/or management initiation
date.

WCANCERLAN\ccontr_pro\DODPROST\FORMS\MATERIAL\6 month fu\é m followup patient partner.final.081099.doc 08/10/1999
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~ Spouse Six-Month Follow-up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like
to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope within 1 week.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your

husband, and views of your husband’s iliness. Please try to

answer each question. While you complete the questionnaire,

please do not talk about the questions or answers with anyone.

All your responses will be kept strictly confidential, and will not

be seen by your spouse. Should you have any questions, please
call Jill Smith at (919) 956-5644. In advance, thank you for your

time and efforts.
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We will begin by asking you some questions about your
background.

Al

A2.

A3.

A4

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

Today's date: / /

Month Day Year

Name:

Home Address:

Street

Apt. #

City State

Home Phone Number: ( ) -

Alternate Phone Number: ( ) -

Zip Code
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The following statements are about your thoughts and feelings since your
husband began his treatment for and/or management of prostate cancer.
Please circle the statement that best describes your thoughts and feelings.

Please respond to every statement.

THOUGHTS AND FEELINGS CIRCLE RESPONSE

i

hat i i , .
C1 :ndyohr:Jc;th;r:‘c:jw what is wrong with Strongly |Disagree Undecided | Agree | Strongly
' . Disagree Agree
ti i : .
C2 Lg:&i;_‘m of questions without Strongly |Disagree Undecided | Agree | Strongly
Disagree Agree
C3 | am unsure if my husband’s , .
iliness is getting )t()etter or worse. Strongly |Disagree | Undecided Agree | Strongly
Disagree Agree
C4 It is unclear how bad m : .
husband’s incontinenceywill be. Strongly |Disagree 'Undecided | Agree | Strongly
Disagree Agree
C5 The explanations they give about . .
my husrt)) and’s con diti)(l)tg seem Strongly |Disagree Undecided = Agree | Strongly
C6 The purpose of each treatment for , .
my h%st?and is clear to me. Strongly |Disagree Undecided | Agree | Strongly
Disagree Agree
Cc7 | do not know when to expect . .
things will be done to myp Strongly |Disagree Undecided | Agree | Strongly
husband. Disagree Agree
C8 My husband’s symptoms/side . .
ef?e ots continueyto FcJ:han ge Strongly | Disagree Undecided | Agree | Strongly
unpredictably. Disagree | Agree
9 tand hi i . .
c {ou:\nd: rstand everything explained Strongly |Disagree Undecided | Agree | Strongly
Disagree Agree
C10 The doctors say things to me that . .
could have mar}:y meganings. Strongly |Disagree Undecided | Agree | Strongly
Disagree Agree
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The following statements are about your thoughts and feelings since your husband

began his treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C11 |1 can predict how long my Strongly | Disagree ' Undecided | Agree | Strongly
husband’s illness will last. Disagree Agree
C12 |My husband’s treatment is too . .
coympl ex to figure out. Strongly | Disagree | Undecided | Agree | Strongly
Disagree Agree
C13 |ltis difficult to know if the . .
treatments or medications my Strongly | Disagree | Undecided | Agree | Strongly
husband is getting are helping. Disagree Agree
C14 | There are so many different types . .
of staff, it is uncl egr who is yp Strongly | Disagree | Undecided Agree | Strongly
responsible for what. Disagree Agree
C15 |Because of the unpredictability of . .
my husband’s illn e‘:‘.s, | canno’y plan Strongly | Disagree @ Undecided | Agree | Strongly
for the future. Disagree Agree
C16 | The course of my husband’s illness . .
keeps changing.yHe has good days Strongly | Disagree | Undecided | Agree | Strongly
and bad days. Disagree Agree
C17 |It's vague to me how | will manage . .
my hugsband's care now that he'g Strongly | Disagree = Undecided = Agree | Strongly
left the hospital. Disagree Agree
C18 |ltis not clear what is going to . .
happen to my husbangd. 9 Strongly | Disagree ' Undecided | Agree | Strongly
Disagree Agree
C19 |l usually know if my husband is i .
going tg have a go}c,Jd or bad day. Strongly | Disagree | Undecided | Agree | Strongly
Disagree Agree
C20 |The results of my husband's tests . .
are inconsistent.y Strongly | Disagree | Undecided | Agree | Strongly
Disagree Agree
C21 |The effectiveness of my husband’s . | .
treatment is und etermir): ed. Strongly | Disagree | Undecided | Agree | Strongly
Disagree Agree
C22 |ltis difficult to determine how long it . .
will be before | can care for my 9 Strongly | Disagree | Undecided | Agree | Strongly
husband by myself. Disagree Agree
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The following statements are about your thoughts and feelings since your husband

began his treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C23 || can generally predict the course of . .
my hugsb and’ syil?n ess. Strongly @ Disagree Undecided = Agree Strongly
Disagree Agree
C24 |Because of the treatment’s side . .
effects, what my husband can do Strongly ' Disagree Undecided = Agree Strongly
and cannot do keeps changing. Disagree Agree
C25 || am certain they will not find . .
anything else w)r/on g with my Strongly Disagree . Undecided | Agree Strongly
husband. Disagree Agree
C26 | They have not given my husband a . .
speé/iﬁ c diagnogis. y Strongly Disagree = Undecided @ Agree Strongly
Disagree Agree
C27 | My husband’s incontinence and . .
imypotence are predictable; | know Strongly A Disagree Undecided : Agree Strongly
when they are going to get better or | Disagree Agree
worse.
C28 | My husband’s diagnosis is definite . .
anyd will not chan g%. Strongly Disagree = Undecided Agree Strongly
Disagree Agree
C29 |l can depend on the clinic staff to . .
be therepwhen | need them. Strongly @ Disagree Undecided | Agree Strongly
Disagree Agree
C30 | The seriousness of my husband’s . .
iiness has been deterymined. Strongly | Disagree Undecided @ Agree. Strongly
Disagree Agree
C31 | The doctors and nurses use . .
everyday language so | can Strongly | Disagree Undecided | Agree Strongly
understand what they are saying. Disagree Agree
Please continue to the next page of the questionnaire.
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The following statements are about your sense of control over your life during
the past month. Please circle the response that best describes how you have
thought and felt during the past four weeks.

SENSE OF CONTROL CIRCLE RESPONSE
Duringthepast | [
ns e )Undecided |Ac

D1 During the past month, there was . ,

no sesr;lse inpplanning a lot. If Strongly |Disagree |Undecided |Agree Strongly

something is going to happen, it | Disagree Agree

will.
D2 During the past month, the reall . .

good gt,hingspthat happened to m¥a Strongly |Disagree |Undecided | Agree Strongly

were mostly luck. Disagree Agree
D3 During the past month, | was . .

respo?lsiblepfor my own Strongly |Disagree |Undecided |Agree Strongly

successes. Disagree | Agree
D4 During the past month, | could do . .

just agout apnything I really set my Strongly |Disagree Undecided |Agree Strongly

mind to. Disagree Agree
D5 During the past month, most of . .

my pr%blerr?s were due to bad Strongly |Disagree |Undecided |Agree Strongly

breaks. Disagree Agree
D6 During the past month, | had little . .

contrc?l ovefthe bad things that S’grongly Disagree |Undecided |Agree Strongly

happened to me. Disagree Agree
D7 During the past month, m . .

misfo?tunes? were a result}:)f the |Strongly |Disagree |Undecided |Agree Strongly

mistakes | made. Disagree Agree
D8 During the past month, | was . .

respo?wsiblepfor my failures. Strongly |Disagree |Undecided |Agree Strongly

Disagree Agree
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The next questions ask about marital attitudes and behaviors during the past
month. Answer all questions as honestly as possible. Answer all questions with
your partner in mind unless directed otherwise. Please answer the questions
without talking to your partner. Your partner should not see or help with the
answers. Circle the number from 1 to 7 that best reflects your thoughts and
feelings about each statement.

ATTITUDES AND BEHAVIORS CIRCLE RESPONSE

i

E1 During the past month, we have Strongly 1 2 3 4 5 6 7 Strongly
had a good marriage. Disagree Agree

E2 During the past month, my Strongly 1 2 3 4 5 6 7 Strongly
relationship with my partner has Disagree Agree
been very stable.

E3 During the past month, our Strongly 1 2 3 4 5 6-----7 Strongly
marriage has been strong. Disagree Agree

E4 During the past month, my Strongly 1 2 3 4 5 6-----7 Strongly
relationship with my partner has Disagree Agree
made me happy.

ES During the past month, | have Strongly 1 2 3 4 5 6-----7 Strongly
really felt like part of a team with Disagree Agree
my partner.

E6. On the scale below, circle the number from 1-10 that best describes the degree of happiness,

everything considered, in your marriage during the past month. Please circle the number that best

represents your response.

w
E.N
(&)}
(e}
~
(0]

1 2 9 10

Very unhappy Happy Perfectly happy
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In the space below, please answer the following questions. <

F1. During the past month, what has your husband said or done that you experienced as most
annoying or that upset you, made you angry, or just somehow rubbed you the wrong way in
regards to how you are coping with your spouse’s prostate cancer?

F2. During the past month, what have you wished that your husband had done or said to help you
cope with his recovery from cancer that he did not do?
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The statements below are possible reactions that you may have had towards

your husband. Please tell us how often you have responded this way during
the past month.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G1 puring the past _month, you've acted Never Rarely Sometimes Often
impatient with him. responded | responded responded | responded
this way this way this way this way
G2 During the past month, you've seemed .
L Never Rarely Sometimes Often
:ggirg;:rzcuepset with him when he needed responded & responded responded responded
’ this way this way this way this way
G3 During the past month, you've .
4 . . Never Rarely Sometimes Often
ﬁ%rrim"pr!';n;znted the way he was coping with responded = responded responded responded
’ this way this way this way this way
G4 During the past month, you've seemed not Never Rarely Sometimes Often
to enjoy being around him. responded | responded responded responded
this way this way this way this way
G5 During the past month, you've made him .
. . . Never Rarely Sometimes Often
wait a long time for help when he needed it. responded = responded responded responded
this way this way this way this way
G6 During the past month, you've made it .
. . Never Rarely Sometimes Often
ﬁgrc:;::?: é?irf‘or him to share with you how responded | responded responded responded
9 this way this way this way this way
G7 During the past month, you've avoided .
. . . Never Rarely Sometimes Often
32{11 g around him when he was not feeling responded | responded responded responded
' this way this way this way this way
9 SF6




THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G8 | During the past month, you've given him the .
idea you really did not want to talk about a Never Rarely Sometimes Often
roblem he was having. responded responded res?onded responded
P this way this way this way this way
G9 D:"rler:jgatth ﬁig]aSt month, you've shouted or Never Rarely Sometimes Often
y ’ responded | responded responded responded
this way this way this way this way
G10 | During the past month, you've made it a point .
to spend time with him when you thought he Never Rarely Sometimes Often
was feeling low. responded responded responded responded
this way this way this way this way
G11 g‘;’;g%:g%g:g}irgzmh' you've not seemed to Never Rarely Sometimes Often
’ responded | responded responded responded
this way this way this way this way
G12 | During the past month, you've complained .
about any medical problems he might have, Never Rarely Sometimes Often
or about helping him with a task he found responded responded responded responded
difficult to do by himself, this way this way this way this way
G13 | During the past month, you've acted .
uncomfortable talking to him about how he Never Rarely Sometimes Often
was coping with his illness. responded responded responded responded
this way this way this way this way
G14 | During the past month, you've criticized the .
way he was coping with his disease and/or its Never Rarely Sometimes Often
treatment. responded | responded responded responded
this way this way this way this way
G15 | During the past month, you've been .
affectionate with him when you thought he Never Rarely Sometimes Often
needed support. responded responded responded responded
this way this way this way this way
G16 ggélen%;heo;;isi';nmonth, you've acted less Never Rarely Sometimes Often
pling ’ responded | responded responded responded
this way this way this way this way
G17 i During the past month, you've not been .
emotionally supportive of him when he Never Rarely Sometimes Often
expected some support. responded responded responded responded
this way this way this way this way

10
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The following questions concern your relationship with your husband during the
past month. Please circle the response that best describes your thoughts and
feelings about each statement.

FEELINGS CIRCLE RESPONSE

H1 During the past month, | have been Strongly | Disagree Agree Strongly
able to depend on my husband to Disagree ‘ Agree
help me if | really need it.

H2 | During the past month, | have not Strongly | Disagree Agree Strongly
been able to turn to my husband for.  pjsagree . Agree
guidance in times of stress.

H3 | During the past Tnonth, my Strongly | Disagree Agree Strongly
husband has enjoyed the same Disagree Agree
social activities | do.

H .

4 During the past mo-nth, | have felt Strongly | Disagree Agree Strongly
personally responsible for my Disagree Agree
husband’s well-being.

H5 i .

During the past month, | have not Strongly | Disagree Agree Strongly
thought that my husband respected | Djsagree Agree
my skills and abilities.

H6 |During the past month, if something Strongly | Disagree Agree Strongly
went wrong my husband would not | Disagree Agree
come to my assistance.
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THOUGHTS AND FEELINGS CIRCLE RESPONSE

H7  |During the p‘ast m.ontrf, | have had Strongly | Disagree Agree Strongly
a close relationship with my Disagree Agree
husband that provides me with a '
sense of emotional security and
well-being.

H8 | During the past mont‘h, my Strongly | Disagree Agree Strongly
husband has recognized my Disagree Agree
competence and skill.

H9 i .

During the past month, my Strongly | Disagree Agree Strongly
husband has not shared my Disagree Agree
interests and concerns.

H10 | During the past month, myf Strongly | Disagree Agree Strongly
husband has not really relied on Disagree Agree
me for his well-being.

H1 i

1 During the past month, my Strongly | Disagree Agree Strongly
husband has been a trustworthy Disagree Agree
person | could turn to for advice if |
were having problems.

H12 | During the pzflst mo.ntr.\, | have' Strongly | Disagree Agree Strongly
lacked a feeling of intimacy with my Disagree Agree
husband.

Please continue to the next page of the questionnaire.
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The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

circle your response.

ACTIVITIES

CIRCLE RESPONSE

I1. Vigorous activities, such as running, Yes, limited | Yes, limited a little No, not limited at all
lifting heavy objects, or participating in a lot
strenuous sports
2. Moderate activities, such as movinga | Yes, limited Yes, limited a No, not limited at all
table, pushing a vacuum cleaner, a lot little
bowling, or playing golf
13. Lifting or carrying groceries Yes, limited Yes, limited a No, not limited at all
a lot little
I4. Climbing several flights of stairs Yes, limited Yes, limited a No, not limited at all
a lot little
I5. Climbing one flight of stairs Yes, limited Yes, limited a No, not limited at all
a lot little
16. Bending, kneeling, or stooping Yes, limited Yes, limited a No, not limited at all
' a lot little
I7. Walking more than a mile Yes, limited Yes, limited a No, not limited at all
a lot little
I8. Walking several blocks Yes, limited Yes, limited a No, not limited at all
a lot little
I9. Walking one block Yes, limited Yes, limited a No, not limited at all
a lot little
110. Bathing or dressing yourself Yes, limited Yes, limited a No, not limited at all
a lot little

13
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL

PROBLEMS AS A RESULT O PHYSICAL HEALTH

HEALTH? Please circle YES or NO for each question.

CIRCLE RESPONSE

example, it took extra effort)

I11. Cut down on the amount of time you spent on work or Yes No
other activities

112. Accomplished less than you would like Yes No

I13. Were limited in the kind of work or other activities Yes No

114. Had difficulty performing the work or other activities (for Yes No

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,

such as feeling depressed or anxious? Please circle YES or NO for each

question.
EMOTIONAL PROBLEMS CIRCLE RESPONSE
I15. Cut down on the amount of time you spent on work or Yes No
other activities
116. Accomplished less than you would like Yes No
I17. Didn’t do work or other activities as carefully as usual Yes No

14
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the past 4 weeks ...

These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. or each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

FEELINGS CIRCLE RESPONSE
i ?
.118' Did you feel full of pep? All of the | Most of the | A good bit  Some of | A little of | None of
time time of the time | the time | the time | the time
1e. E:Ligg‘;g;i’;? ven All of the | Most of the | A good bit | Some of | A little of | None of
) time time of the time | the time | the time | the time
120. | Have you felt so down in . .
: All of the | Most of the | A good bit  Some of | A little of | None of
the dumps that nothing £ i £ the ti the ti the ti the i
could cheer you up? ime ime of the time e time e time e time
121. E :;’g;g;; felt calm and All of the | Most of the | A good bit | Some of | A little of | None of
) time time of the time | the time | the time | the time
122 eoéié"y‘f,ha"e alotof All of the | Most of the A good bit | Some of | A little of | None of
' time time of the time | the time | the time | the time
123. ::giﬁ:f,fe" downhearted All of the | Most of the | A good bit | Some of | A little of | None of
' time time of the time | the time | the time | the time
i ?
124. | Did you feel worn out: All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time = the time | the time | the time
Rl Mt e beenahappy | Ay of the | Most of the | A good bit | Some of | Alittle of | None of
' time time of the time | the time | the time | the time
. S
126. | Did you feel tired All of the | Most of the | A good bit | Some of | A little of | None of
time time of the time | the time | the time | the time
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I27. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
All of Most of Some of A little of None of
The time the time the time the time the time

I2g. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4---- 5 6
None Very mild Mild Moderate Severe Very severe

I30. During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT CIRCLE RESPONSE

I31. | seem to get sick a little | Definitely Mostly Not sure. | Mostly false. | Definitely false.

easier than other true. true.
people.

' 132. | am as healthy as Definitely Mostly Not sure. . Mostly false. | Definitely false.
anyone | know. ~ true. true.

133. | expect my health to get |  Definitely Mostly Not sure. | Mostly false. | Definitely false.

worse. true. true.
I34. My health is excellent. Definitely Mostly Not sure. | Mostly false. | Definitely false.
true. true.

I35. In general, would you say your health is:
Please circle your response.

Excellent Very Good Good Fair Poor

I36. Compared to one year ago, how would you rate your health in general now’?
Please circle your response.

Much better now Somewhat About the same. Somewhat worse Much worse now
than one year ago. | better now than now than one than one year ago.
one year ago. year ago.
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Please answer the following questions related to your spouse’s prostate
cancer and the PSA (Prostate Specific Antigen) test.

The PSA is a relatively new test, and there is much to learn about how its use

affects patients. While answering the questions below, if you are unsure of any
words or terms, please make your best guess.

K1. Do you know why the PSA level is measured after surgery?
1 NO (if no, please go to K2)
2 YES (If yes, please answer K1a)

K1a. Inthe space below please explain briefly why you think the PSAis
measured after surgery.

K2. Do you know what it means to have a detectable PSA level after surgery?
1 NO (if no, please go to K3)
2 YES (if yes, please answer K2a)

K2a. Please explain briefly what you think it means to have a detectable PSA
level after surgery.

K3. Do you think having a detectable PSA level after surgery means that prostate cancer
is still present?

1 NO
2 YES
3 Don’t know
K4. How many PSA tests has your spouse had since surgery? (Number of tests)
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K5. When was your spouse’s last PSA test? / / (Date)

K6. Do you know your spouse’s last PSA value?

1 NO (if no, please mark one of the following options and go to K7.)
a. | don’t remember my spouse’s last PSA value.
b. | have never been told my spouse’s PSA value.
2 YES (if yes, please write it here: PSA value (ng/ml) and go to Kéa.)

K6a. How reassured were you by the results of your spouse’sl last PSA test?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
reassured reassured reassured reassured reassured

K7. Was the value of your spouse’s last PSA test “not detectable” (sometimes called “zero” or
“less than zero”)?

1 NO (If no, please go to K8)

2 Don't know (please go to K8)

3 My spouse has not had a PSA test since he had his surgery for prostate cancer.
(go to K8)

4 YES (Ifyes, please go to K7a.)

K7a. How reassuring is it to you that your spouse’s last PSA value was “not
detectable” (sometimes called “zero” or “less than zero” )? Please circle

your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
reassuring reassuring reassuring reassuring reassuring

K8. Do you wish you'd had the opportunity to talk more to your doctor about what the results
of your spouse’s last PSA test mean?

1 YES
2 NO
3 Don’t know
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K9.  How worried are you about the results of your spouse’s most recent PSA test(s)?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

. K10.  How worried are you about the actual number of PSA tests your spouse has had since
surgery? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

K11. Do you feel your spouse has had the right amount of PSA tests since his surgery?

1 Should have had fewer (please go to K12)
2 Number of tests is about right (please go to K12)
3 Should have had more (if more, please go to K11a.)

K11a. How many more tests do you think he should have had?

K12. How long after surgery (months or years) would you want your spouse to continue having
his PSA level measured? Please enter your response in the appropriate space below.

Months OR Years

K13. Has a doctor ever talked with you about how the PSA test will be used to help monitor
your spouse’s prostate cancer?

1 NO (If no, go to K14)
2 YES (If yes, go to K13a.)

K13a. How satisfied have you been with your doctor's explanations about why the PSA
test is used to help follow your spouse after his surgery for prostate cancer?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Completely
satisfied satisfied satisfied satisfied satisfied
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.

K14. What do you think is the chance that your spouse will have a recurrence of prostate
cancer after his surgery? Please circle your response.

1 - 2 3 4 5 6 7
No Very Unlikely Moderate - Likely Very Certain
chance unlikely chance likely to happen

K15. How worried are you that your spouse will have a recurrence of prostate cancer? Please
circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried - worried worried worried

K16. Before your spouse’s surgery, did you join a prostate cancer support group?

1 NO (if no, please go to K17.)
2 YES (if yes, please go to K16a.)

K16a. About how often did you attend prostate cancer support group meetings
prior to your spouse’s surgery?

Several times a week

About once a week

About twice a month

About once a month

B W N -

K17. After your spouse’s surgery, did you join a prostate cancer support group?

NO

2 YES (if yes, please go to K17a)

K17a. About how often did you attend prostate cancer support group meetings?

Several times a week
About once a week
About twice a month

About once a month

W N -
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Please tell us how strongly you agree or disagree with each statement below by
circling the response that best describes your feelings.

Strongly | Slightly | Neither {(s}
‘Disagree | Disagree | Agree:nor: &
‘ Disagree |\
L1 {;G;ﬁ Ilitfl;at | get what | am entitled Strongly | Slightly Neither Slightly Strongly
' Disagree | Disagree | Agree nor Agree Agree
Disagree
L2 |1 feel that my efforts ticed . . .
anedere\nz:\rdeyde ors are notice Strongly | Slightly Neither Slightly Strongly
' Disagree | Disagree | Agree nor Agree Agree
Disagree
I I irly. i . .
L3 | feel that people treat me fairly Strongly | Slightly Neither Slightly Strongly
Disagree | Disagree | Agree nor Agree Agree
Disagree
L4 || feel that| earn the rewards and . . .
punishments | get. Strongly | Slightly Neither Slightly Strongly
Disagree | Disagree | Agree nor Agree Agree
Disagree
L5 |l feel that when | meet with . . .
misfortune, | have brought it upon | Strongly Slightly Neither Slightly Strongly
myself ' Disagree | Disagree | Agree nor Agree Agree
) Disagree
L0 lieelthat|getwhat |deservein | o dly | Sightly | Neither | Slightly | Strongly
' Disagree | Disagree | Agree nor Agree Agree
Disagree
L7 |l feel that people treat me with the . . .
respect thgt I geserve. Strongly | Slightly Neither Slightly Strongly
Disagree | Disagree | Agree nor Agree Agree
Disagree
L8 |1 feel the world treats me fairly. Strongly | Slightly ' Neither Slightly Strongly
Disagree | Disagree | Agree nor Agree Agree
Disagree
L9 ;at;f :"gigy believe the world is a Strongly | Slightly Neither Slightly Strongly
’ Disagree | Disagree | Agree nor Agree Agree
Disagree
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes

how you feel.

M1. Do you have feelings that you don't really care what goes on around you? Please circle

your response.

1 2 3 4 5 6 7
Very seldom Very
or never often

M2. Has it happened in the past that you were surprised by the behavior of people whom you

thought you knew well? Please circle your response.

1 2 3

V.|
4

(&)

6 7

Never happened

Always happened

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.

1 2 3 4 5 6 7
Never happened Always happened
M4. Until now, your life has had:

1 2 3 4 5 6 7

No clear goals or
purpose at all

Very clear goals
and purpose

23
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M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M7. Doing the things you do every day is:
1 2 3 4 5 6 7
A source of deep A source of pain
pleasure and and boredom
satisfaction

M8. Do you have very mixed-up feelings and ideas? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

MS. Does it happen that you have feelings inside that you would rather not feel? Please circle

your response.
1 2 3 4 5 6 7
Very often Very seldom

Oor never

M10. Many people—even those with a strong character—sometimes feel like sad sacks
(losers) in certain situations. How often have you felt this way in the past? Please
circle your response.

1 2 5 6 7
Never Very often

w
S
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M11. When something happened, have you generally found that:

1 2 3 4 5 6 7
You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5 6 7
Very often Very seldom
or never

Q1. Did anyone assist you with the completion of this survey?

No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! We will be mailing you the fourth questionnaire twelve
months from your husband’s treatment and/or management
initiation date.

P:\DODPROST\FORMS\MATERIAL\6 month fu\6 m followup Spouse.080299.doc 08/03/99

26 SF6




Isaac M. Lipkus
Principal Investigator

Appendix D:

Twelve-Month Questionnaires




Patient with a Partner Twelve-Month Follow-Up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like

to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope within 1 week.

INSTRUCTIONS: In the following pages, you will be asked

several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your

partner, and views of your iliness. Please try to answer each

question. While you complete the questionnaire, please do not
talk about the questions or answers with anyone. All your

responses will be kept strictly confidential, and will not be seen

by your partner. Should you have any questions, please call Jill
Smith at (919) 956-5644. In advance, thank you for your time and
efforts.
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We will begin by asking you some questions about your
background.

A1,

A2.

A3.

A4.

AS.

AB.

A7.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

Today’s date: / /
Month Day Year

Name:

Home Address:

Street Apt. #
City State Zip Code
Home Phone Number: ( ) -
Alternate Phone Number: ( ) -
Date of Birth: / /

Month Day Year

What is your highest level of education? (Put a checkmark by the answer.)

Grade school

Some high school
. High school graduate

Some college
College graduate
Graduate education

DD WN =

Which of the following best describes your racial or ethnic background?

White, not of Hispanic origin

Black or African-American, not of Hispanic origin
Hispanic

American Indian/Alaskan native

Asian/Pacific Islander
Hawaiian native

Other (please specify).

NOOASWN -

[T
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A8.

A9.

A10.

A11.

A12.

10.
11.
12.

ONOORWN =

Which of the following best describes your current relationship?

1 Living with spouse or partner
2. In a significant relationship, but not living together
3 Not in a significant relationship

What is your current marital status?

Never married
Married
Separated
Divorced
Widowed

ahwb=

Ji

How long have you been married/separated/divorced/widowed? years
Who else lives in your household besides yourself? (Please check all that apply.)

Your husband/wife

Your mother

Your father

Your children 18 or under—» How many?
Your children over 18 —» How many?
Sister(s) - How many?
Brother(s) —» How many?
Grandchildren ——» How many?
Grandparent(s) ———» How many?
Other relatves ————» How many?
Other non-relatives ——» How many?
| live by myself.

©CONOGOAWN=

i

Here are several broad income ranges. Please select the range that most closely
approximates your yearly household income, before taxes, from all sources, including
social security.

0 - $4,000

$4,001 - $9,000
$9,001 - $18,000
$18,001 - $30,000
$30,001 - $40,000
$40,001 - $50,000
$50,001 - $60,000
Above $60,000

A13. Altogether, how many people live on this income?

People.
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Do you have any of the following ilinesses or conditions at the present

time?
ILLNESS / CONDITION Circle No or If YES, circle how much the iliness
Yes interferes with your daily activities.
Example:
Asthma No @ Not At All @ A Great Deal
BT Anemia No | Yes |MNotAtAll Alitle A GreatDeal
B2 Arthrltrs or rheumatlsmﬂwm No Yes 'Not At AII 1TA t_rttle A Great Deal ------
B3 Astma | No | Yes |NotAt AII Alitle A Great Deal |
‘B4 | Cancer or |eukem|a | Nc‘ Yes Not At AII | A thtle A Great Dealé
85 Clrcutatlon trouble in armsmm No | Yes .Not At AII A thtle A Great De-allﬁw
| Iegs orfeet i :
86 Depressron anxretyorl NoYes | NotAtAII JA wL«ittle A Great DeaI?
emotronal problems ! | ; !
B7  Disbetes 1 No | Yes |motat AL A Litle AGreatDeal
B8 Effects of Polio Nc Yes Not At AII ' A thtle A Great Deal
89 Effects of stroke‘ | | No Yes ‘Not At AII A thtle A Great Deal
B1 ; Ernphysema or chronrc ’t\wlthes Not At AII A thtle A Great Deal ‘
‘ bronchitis ‘
;B11 ' Ep|Iepsy/selu;reswn o No Yes vaot At AII WA Little A Great Dea!
§B1 2 Glaucoma No Yes : Not At AII ALlﬁ;mnA.Great 5;; T
<B13 | Heart Drsease No Yes H .Not At AII A Luttle A Great Deal
Tl;1 4k ngh blood pressure B No Yes | MNot AtAll | A Little A Great Deal
. (greater than 140/90)
B15 | Kidney disease No | Yes Not AtAI E“A‘At_ittle A Great Deal |
B16 leer dlsease No Yes Not At~Altm A Little A Great Deal
B17 “ Multlple Sclerosrs o | No | Yes .Not At All }A thtle“ A Great Deal -
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ILLNESS / CONDITION Circle No or If YES, circle how much the illness

Yes interferes with your daily activities.
B18 | Stomach or intestinal No Yes Not At All | A Little | A Great Deal
disorders, gall bladder
problems, or irritable
bowel syndrome
B19 | Other urinary tract No Yes Not At All A Little A Great Deal
disorders (including :
prostate trouble)
B20 | Parkinson's Disease No Yes Not At All | A Little A Great Deal

B21 | Severe memory problems | No Yes | NotAtAll AlLittle A GreatDeal
such as Alzheimer’s or
other dementing illness

B22 Skin disorders such as No Yes Not At All | A Little | A Great Deal
pressure sores, leg ulcers,
or severe burns.

B23 | Thyroid or other glandular | No Yes | Not AtAll | A Little | A Great Deal

disorders
B24 Tuberculosis No Yes Not at All | A Little = A Great Deal
B25 Stomach Ulcers No Yes Notat All | A Little | A Great Deal |
B26 | Leg Amputation(s) No Yes Not at All | A Little A Great Deal

Please continue to the next page of the questionnaire.

i
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The following statements are about your thoughts and feelings since beginning

your treatment for and/or management of prostate cancer. Please circle the

statement that best describes your thoughts and feelings. Please respond to
every statement.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
EXAMPLE: The purpose of each | Strongly | Disagree | Undecided Strongly
Treatment is clear to me. Disagree Agree
f . . l
C1 i . | .
s:nd: not know what is wrong with Strongly | Disagree ' Undecided | Agree Strongly |
... ... .. ... Disagree | Agree
C2 |h | i i | . » o
?an:\\/\IZrz.Ot of questions without - Strongly | Disagree ~Undecided = Agree Strongly
i Disagree . Agree
c3 EL:tTelrjgflxirgs Y lliness is getting Strongly | Disagree Undecided , Agree Strongly
e ~ Disagree L hgree |
C4 ltis unclear how bad m , .

incontinence will be. y ~ Strongly | Disagree | Undecided | Agree | Strongly
_____ j ' Disagree | 1 Agree
C5 The explanations they give about L ? . |
jmy con%ition seem h;,z%l tome. . Strongly | Disagree ; Undecided Agree Strongly
e . Disagree | i Agree
C6 Th is . | . 5

fl-lezrp;r?:‘):_e of each treatment is - Strongly | Disagree ' Undecided @ Agree ' Strongly

e Disagee; . Agee

C7  When | have impotence, | know | . .

‘what this meanspabout my . Strongly | Disagree | Undecided | Agree Strongly

“condition. | Disagree Agree
C8  Ido not know when to ex ect A N X

Ethings will be done to me.p . Strongly | Disagree | Undecided | Agree Strongly

.. Disagree | b HAgree |
C9  Mysym toms/side effects | . .

fco):'ltixu: to change unpredictably. f Strongly | Disagree | Undecided . Agree Strongly

Disagree | | Agree

i i
c10 i ined !
; 1 E:ourr:]d:rstand everything explained . Strongly | Disagree | Undecided | Agree Strongly
: ! _ Disagree | Agree
'C11  The doctors say things to me that | . ]
? could have mar):y meganings. - Strongly | Disagree ' Undecided ' Agree Strongly

| - Disagree | | Agree
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The following statements are about your thoughts and feelings since beginning your
treatment for and/or management of prostate cancer.

THOUGHTS AND FEELINGS CIRCLE RESPONSE
C12 :N?I?rag{edm how long my illness Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
€13 %yu:;egtl?ent 's too complex to Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C14  Itis difficult to know if the . .
treatments or medications | am S'trongly Disagree = Undecided | Agree Strongly
getting are helping. Disagree Agree
C15 There are so many different types , .
of staff, it is uncl egr who is yp S.trongly Disagree @ Undecided | Agree Strongly
responsible for what. Disagree Agree
C16  Because of the unpredictability of . .
my illness, | canno? plan for th)é Strongly | Disagree Undecided | Agree Strongly
future. Disagree Agree
C17 The course of my illness keeps . .
changing. | haveygood days :nd Strongly | Disagree Undecided | Agree Strongly
bad days. Disagree Agree
C18 Itis vague to me how | will . .
manag% my care now that I've left Strongly | Disagree Undecided | Agree Strongly
the hospital. Disagree Agree
C19 | have been given many differin . .
opinions abo?Jt what is zvrong wﬁh Strongly | Disagree | Undecided | Agree | Strongly
me. Disagree Agree
Cc20 Ir: ;;S grt] il)e;rewhat Is going to Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
C21 | usually know if | am going to . .
have a)é ood or bad dgy. 9 Strongly | Disagree = Undecided Agree Strongly
Disagree Agree
C22 ?r;rclir:iiss[:grs\t?f my tests are Strongly | Disagree | Undecided | Agree Strongly
Disagree Agree
C23  The effecti
is l?nz e?ecrx(iannezs.s of my treatment Strongly | Disagree Undecided | Agree Strongly
Disagree Agree
7 PT/PF12




The following statements are about your thoughts and feelings since beginning your .
treatment for andlor management of prostate cancer.

: THOUGHTS AND FEELINGS CIRCLE RESPONSE

1 [ V...J e = e l : — [ERRR R ——
C24 | Itis difficult to determine how lon - .

| it will be before | can care for g - Strongly | Disagree | Undecided | Agree Strongly

! myse|f . Disagree f Agree
_ ‘1 L ' '

25 jlo?e:‘y%ﬁ::g"y pred'Ct the course Strongly ; Disagree Undecided | Agree Strongly

- Disagree Agree

i
¥

C26 EBecause of the treatment’s side — : .
'effects, what | can do and cannot . Strongly Disagree - Undecided | Agree | Strongly

do keeps changlng  Disagree | Agree

C27 Iam certaln the WI|| notf nd ' .
anything else w¥ong with me. ~ Strongly | Disagree = Undecided = Agree Strongly

~ Disagree | Agree
C28 | The treatment | am receiving has I ’ . i
a known probability of success. S_trongly Disagree | Undecided Agree Strongly
Disagree ! i . Agree
c29 T-h ey hay e notgiven me a Spec'ﬁcg Stronal Disagree  Undecided . Agree Strongly
diagnosis. | gy . | |
 Disagree | | Agree

|

C30 My incontinence and impotence
are predictable; | know when they = Strongly

. Disagree Undecided = Agree @ Strongly

are gonng to get better or worse. ~ Disagree ' Agree
C31 llc can de en:j on the clinic staff to | ol _ ! . R
be therepwhen | need them. - Strongly Disagree | Undecided | Agree Strongly
~ Disagree ! Agree

C32 gg::gg?;i:‘iizzd my iliness hasé Strongly | Disagree : Undecided | Agree Strongly

 Disagree ‘ Agree

C33 The doctors and nurses use . .
everyday language so | can ~ Strongly Disagree | Undecided | Agree Strongly

’ understand what they are saying. | Disagree Agree
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The following statements are about your sense of control over your life during

the past month. Please circle the response that best describes how you have

thought and felt during the past four weeks.

SENSE OF CONTROL

CIRCLE RESPONSE

EXAMPLE: During the past

\ Strongly

| strongly

'month, most of my problems el . 2] Undecided | Agree: | Strongly
were due to bad breaks. | 7'S29T*¢ ] S e e _A,Ag;'?eﬁ :
D1 During the past month, there was . .

no se?\se inpplanning alot. If Strongly = Disagree Undecided | Agree Strongly

something is going to happen, it Disagree Agree

will.
D2  During the past month, the reall : .

good %hin gspth at happened to m¥a Strongly @ Disagree Undecided | Agree Strongly

were mostly luck. Disagree Agree
D3 During the past month, | was . .

respo%siblepfor my own Strongly Disagree | Undecided | Agree Strongly

successes. Disagree Agree
D4 During the past month, | could do . .

just agout apnything | really set my Strongly = Disagree Undecided | Agree Strongly

mind to. Disagree Agree
D5 During the past month, most of m . .

problgms wlfere due to bad breaks)., Strongly | Disagree | Undecided | Agree Strongly

Disagree Agree

D6 During the past month, | had little . .

contrgl ove;r)the bad things that Strongly Disagree  Undecided | Agree Strongly

happened to me. Disagree Agree
D7 During the past month, m . .

misfo?tunespwere a resultyof the Strongly Disagree | Undecided | Agree Strongly

mistakes | made. Disagree Agree
D8 During the past month, | was . .

respo?msiblepfor my failures. Strongly  Disagree Undecided | Agree Strongly

Disagree Agree
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The next questions ask about relationship attitudes and behaviors during the
past month. Answer all questions as honestly as possible. Answer all questions
with your partner in mind unless directed otherwise. Please answer the
questions without talking to your partner. Your partner should not see or
help with the answers. Circle the number from 1 to 7 that best reflects your
thoughts and feelings about each statement.

ATTITUDES AND BEHAVIORS CIRCLE RESPONSE
Example: During the past month, |Strongly 1""“2""“3“""4"“"'5 """ 7 Strongly
our relationship has been strong. |Disagree Agree
E1 During the past month, we have
had a good relationship.
Strongly 1 2 3 4 5 6 7 Strongly
Disagree Agree
E2 During the past month, my
relationship with my partner has |
been very stable. Strongly 1 2 3 4 5 6 7 Strongly
.Disagree Agree
E3 During the past month, our |
relationship has been strong.
Strongly 1 2 3 4 5 6-----7 Strongly
‘Disagree Agree
E4 During the past month, my
relationship with my partner has
made me happy. ' Strongly 1 2 3 4 5 6-----7 Strongly
‘Disagree Agree
E5 During the past month, | have .'
really felt like part of a team with
my partner. Strongly 1 2 3 4 5 6-----7 Strongly
Disagree Agree
E6. On the scale below, circle the number from 1-10 that best describes the degree of happiness,
everything considered, in your relationship during the past month. Please circle the number that best
represents your response.
1 2 3 4 5 6 7 8 9 10
Very unhappy Happy Perfectly happy
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) In the space below, please answer the following questions.

F1. During the past month, what has your partner said or done that you experienced as most annoying
Or that upset you, made you angry, or just somehow rubbed you the wrong way in regards to how
You are coping with your prostate cancer?

F2. During the past month, what have you wiéhed that your partner had done or said to help you cope
with cancer that your partner did not do? :
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The statements below are possible reactions that you may have had towards

your partner. Please tell us how often you have responded this way during the

past month.
THOUGHTS AND FEELINGS CIRCLE RESPONSE
| EXAMPLE: During the past month, you’ve
seemed not to enjoy being around your Never Rarely - Sometimes Often
partuer. responded |{responded responded responded
this way this wa this way this way
During the past month, you've acted i .
G1 impat?ent wFi)th your pa r’(xer Never | Rarely Sometimes Often
) responded ' responded | responded responded
this way this way + this way this way
G2 | During the past month, you've seemed : .
angry or upset with your partner when she Never i Rarely ; Sometimes Often
needed assistance. responded ! resPonded . res!)onded responded
thisway @ this way this way this way
— U S 1 ‘ ]
G3 | During the past month, you've i .
complimented the way your partner was Never | Rarely Sometimes Often
coping with your iliness, responded ; responded responded responded
thisway | this way this way this way
,,,,,,,,,,,,,, e I ]
G4 | During the past month, you've seemed not | .
; ; ; Never . Rarely Sometimes Often
to enjoy being around your partner. responded ' responded responded responded
this way % this way this way this way
G5 | During the past month, you've made your ' .
partner wait a long time for help when she Never Rarely Sometimes Often
needed it responded responded responded responded
this way this way this way this way
G6 | During the past month, you've made it .
comfortable for your partner to share with Nevecll- Rarely Sometlmeg Ofter:’ d
ou how she was feeling, respon ed responded responde responde
y this way this way this way this way
G7 |During the past month, you've avoided .
being around your partner when she was Never Rarely Sometnr:e: Oftez d
not feeling well. responded responded responde responde
this way this way this way this way
G8 | During the past month, you've given your .
partner, the idea you really did not want to resh;l;v:c;ed re'?:;zlc)i,ed ?:s::itr:r::: res?)fc:ﬁ:ed
? talk about a problem she was having. this way this way this way this way

12
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THOUGHTS AND FEELINGS

CIRCLE RESPONSE

G9 D;[Ie%ggpeoﬁs:ptggh’ you've shouted or Never Rarely Sometimes Often
y yourp ’ responded = responded responded responded
this way this way this way this way
G10 | During the past month, you've made it a .
point to spend time with your partner when Never Rarely Sometimes Often
ou thouaht she was feeling low responded | responded responded responded
y g g low. this way this way this way this way
G11 | During the past month, you’ve not seemed N .
, . ever Rarely Sometimes Often
to respect your partner's feelings. responded = responded responded responded
this way this way this way this way
G12 During the past month, you've complained .
about any medical problems your partner Nevec: d Rarelg d Sometimes Often
might have, or about helping your partner responde responde responded responded
with a task she found difficult to do by this way this way this way this way
herself.
G13 | During the past month, you've acted .
uncomfortable talking to your partner about Neve(;' d Rarely Sometimes Often
how she was coping with your illness responde responded responded responded
' this way this way this way this way
G14 | During the past month, you've criticized the .
way your partner was coping with your Never Rarely Sometimes .
disease and/or its treatment responded responded responded responded
' this way this way this way this way
G15 | During the past month, you've been .
affectionate with your partner when you Neve; Rarelg Sometimes Often
thought she needed support. respon ed respon ed responded responded
this way this way this way this way
G16 Eg é;nsti;he oFf)asc;[uTogm’]grou ve acted less Never Rarely Sometimes Often
g otyourp ) responded | responded responded responded
this way this way this way this way
G17  During the past month, you've not been .
emotionally supportive of your partner when Never Rarely d Sometn:es Ofteg d
she expected some support responded responde respon ed responde
o this way this way this way this way
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THOUGHTS AND FEELINGS

The following questions concern your relationship with your partner during the
past month. Please circle the response that best describes your thoughts and
feelings about each statement.

CIRCLE RESPONSE

EXAMPLE: During the past

month, | have not been able to Strongly | Disagree | Agree Strongly
turn to my partner for guidance | Disagree Agree
in times of stress.
{ 1 i
‘'H1 ' During the past month, | have been | . %
? able to depend on my partnerto ~ Strongly . Disagree ' Agree ? Strongly
help me if | really need it Disagree ; | Agree
‘H2 During the past month, | have not Di A |
been able to turn to my partner for Strongly Isagree - ngree S}\rong y
| guidance in times of stress. Disagree , gree
'H3  During the past month, my partner | . |
has e?mjoyeéJ the same soc):,ie?l - Strongly ~ Disagree | Agree Strongly
'  activities | do. . Disagree Agree
'H4 | During the past month, | have felt ‘ DI A |
personally responsible for my Strongly ~ Disagree . Agree SXong y
| partner's well-being. Disagree | gree
'H5 | During the past month, | have not 5 Di A s |
- thought that my partner respected | Strongly  Lisagree | = Agree Xong y
.my skills and abilities. Disagree | } ! gree
- N I 5 !
'H6 | During the past month, if somethin . |
went \?vrongpmy partner would not ] Strongly ~ Disagree = Agree Strongly
: come to my assistance. Disagree Agree
H7 | During the past month, | have had | Di A St |
a close relationship with my partner | Strongly | Disagree gree Ar ongly
that provides me with a sense of Disagree gree
emotional security and well-being.
'H8 | During the past month, my partner -
has r§cogn?zed my compgtgnce Strongly | Disagree | Agree Strongly
and skill. Disagree Agree
; |
'H9 | During the past month, my partner o i
| has not shared my interests and Strongly ~ Disagree | Agree S:\rongly
_concerns. Disagree - | gree
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THOUGHTS AND FEELINGS CIRCLE RESPONSE
H10 | During the past month, my partner .
has not really relied on me for her Strongly | Disagree | Agree Strongly
well-being. Disagree Agree
H11 | During the past month, my partner .
has bgeen : trustworthy pérzon I Strongly = Disagree | Agree Strongly
could turn to for advice if | were Disagree Agree
having problems.
H12 | During the past month, | have Di A S l
lacked a feeling of intimacy with my = Strongly Isagree gree trongly
partner. Disagree Agree

Please continue to the next page of the questionnaire.

15

PT/PF12




circle your response.

ACTIVITIES

The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

CIRCLE RESPONSE

EXAMPLE: Lifting or carrying

Yes, limited a
lot

Yes, limited a
little

(

No, not limited at.
alll _~

I1. Vigorous activities, such as running,
lifting heavy objects, or participating in
strenuous sports

I2. Moderate activities, such as moving
atable, pushing a vacuum cleaner,
bowling, or playing golf

Yes, limited a lot

Yes, limited a lot -

I3. Lifting or carrying groceries

I4. Climbing several flights of stairs

I5. Climbing one flight of stairs

I6. Bending, kneeling, or stooping

Yes, limited a lot
Yes, limited a lot .

Yes, limited a lot !

Yes, limited a lot |

I7. Walking more than a mile

Yes, limited a lot

I8. Walking several blocks

I9. Walking one block

Yes, limited a lot

Yes, limited a lot

Yes, limited a
little

Yes, limited a
little

Yes, limited a

Yes, limited a
little

Yes, limited a

Yes, limited a

Yes, limited a

Yes, limited a

Yes, limited a
little

- No, not limited at all

No, not limited at all

" No, not limited at all

" No, not limited at all

- No, not limited at all

| No, not limited at all

No, not limited at all

|
. No, not limited at all

" No, not limited at all

110. Bathing or dressing yourself

Yes, limited a lot

Yes, limited a
little

No, not limited at all
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During the PAST 4 WEEKS, have you had any of the following problems with
your work or other regular daily activities as a result of your PHYSICAL
HEALTH? Please circle YES or NO for each question.

PROBLEMS AS A RESULT OF PHYSICAL HEALTH CIRCLE RESPONSE
I11. Cut down on the amount of time you spent on work or other Yes No
activities
112. Accomplished less than you would like Yes No
113. Were limited in the kind of work or other activities Yes No
114. Had difficulty performing the work or other activities (for Yes No
example, it took extra effort)

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,
such as feeling depressed or anxious? Please circle YES or NO for each

question.
EMOTIONAL PROBLEMS CIRCLE RESPONSE
115. Cut down on the amount of time you spent on work or other Yes ' No
activities
116. Accomplished less than you would like | Yes No
117. Didn’t do work or other activities as carefully as usual Yes No
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the past 4 weeks ...

These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. For each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

FEELINGS CIRCLE RESPONSE
~EXAMPLE: Have you felt | Allof | Mostof | A good | Some "None
calm and peaceful? the time | the time | bit of the | of the of the
time time time
 I18. ng'd you feel full of pep? All of the | Most of the A good bit ' Some of A little of | None of
time time of the time ' the time  the time | the time
8. ?:Ligg‘;g;%ﬁf Y Allofthe | Mostofthe Agoodbit Some of A little of | None of
' time time  ofthetime = thetime . the time | the time
120. Z::]ae"ju‘ﬁgssffgast°ngfh"i":g'” All of the | Most ofthe A good bit Some of A little of | None of
could cheer you up? time time ' ofthetime thetime thetime | the time
121. 5:::§e¥8|%fen calm and All of the | Most of the A good bit “Some of Alttle of None of
’ time time of the time = the time = the time | the time
122 §eD,'.lderyg°y”7havea'°t o | Allofthe |Mostofthe A good bit Some of Alittle of | None of
' time time  ofthetime thetime thetime | the time
123. Have you felt downhearted | i of the | Most of the A good bit ' Some of A litie of | None of
' time time  ofthetime : thetime thetime | the time
i ? T
124 Did you feel wom out’ All of the | Most of the ' A good bit | Some of ' A little of | None of
' time time  ofthetime : thetime = thetime | the time
125. ;’:r‘;irﬁ'g“ been a happy Al of the | Most of the A good bit §Some of A little of | None of
' time time  ofthetime  thetime thetime | the time
128. Didyou feel tired All of the |Most of the A good bit  Some of = A little of | None of
! time time  ofthetime ' thetime . thetime | the time
18 PT/PF12




I27. During the past 4 weeks, how much of the time has your physical health or emotional problems
interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
~ All of Most of Some of A little of None of
the time the time the time the time the time

I2g. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 3 4 5 6
None Very mild Mild Moderate Severe Very severe

130. During the past 4 weeks, how much did pain interfere with your normal work (including both
work outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

STATEMENT
}*EXAMPLE l eXpect my Defmltely | M__ostly
s\health to get worse. true | true.
131. I seem to get sick a little - Definitely Mostly
. easier than other -~ true. true.
people.
132. | am as healthy as Definitely Mostly
anyone | know. 5 true. true.
I33. | expect my health to Definitely Mostly
get worse. true. true.
- 134. My health is excellent. Definitely Mostly
: true. true.

I35. In general, would you say your health is:
Please circle your response.

Excellent { Very Good % Good

Please circle your response.

CIRCLE RESPONSE
Not sure. | Deflmtely
false
Not sure.  Mostly false. Definitely
' false.
Not sure. Mostlyfalse.i Definitely
false.
Not sure. Mostly false. Definitely
false.
Not sure. Mostly false. Definitely
false.
| s R
i Fair | Poor

136. Compared to one year ago, how would you rate your health in general now?

Much better now Somewhat About the same.

than one year ago. : better now than
! one year ago.

. Somewhat worse Much worse now
now than one than one year ago.
year ago.
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URINARY FUNCTION: This section is about your urinary habits. Please
consider ONLY THE LAST 4 WEEKS.

i

‘J1. Over the past 4 weeks, how often have you leaked urine? Please circle your response.

Every day About once a week. Less than once a week. Not at all.

J2. Which of the following best describes your urinary control during the last 4 weeks? Please circle
your response.

No control whatsoever. Frequent dribbling. Occasional dribbling. Total control.

J3. How many pads or adult diapers per day did you usually use to control leakage during the last 4
weeks? Please circle your response.

3 or more pads per day. 1-2 pads per day. No pads.

How big a problem, if any, has each of the following been for you? Please circle your response.

J4. Dripping urine or No problem Very small Small Moderate Big problem
wetting your pants. , problem problem problem _
J5. Urine leakage No problem Very small Small Moderate Big problem
interfering with problem problem problem
your sexual
activity.

J6. Overall, how big a problem has your urinary function been for you during the last 4 weeks?
Please circle your response.

P 2 3 4 5
- No problem Very Small Moderate Big
small problem problem problem problem
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BOWEL HABITS: This section is about your bowel habits and abdominal pain.
Please consider ONLY THE LAST 4 WEEKS.

J7. How often have you had rectal urgency (felt like you had to pass stool, but did not) during the
last 4 weeks? Please circle your response.

1 2 3 4 5
- More than About once More than once About once Rarely

' once a day a day a week a week or never

J8. How often have you had stools (bowel movements) that were loose or liquid (no form, watery,
mushy) during the last 4 weeks? Please circle your response.

1 2 3 4 5
Never Rarely About half Usually Always
_thetime -

J9. How much distress have your bowel movements caused you during the last 4 weeks?
Please circle your response.

1 2 3 4
' Severe Moderate Little No
distress distress distress distress

J10. How often have you had crampy pain in your abdomen or pelvis during the last 4 weeks?
Please circle your response.

1 2 3 4 5 6
! Several About once Several About once About once Rarely
times a day a day times a week a week this month or never

J11. Overall, how big a problem has your bowe! habits been for you during the last 4 weeks?
! Please circle your response.

1 2 3 4 5
- Big Moderate Small Very small No
. problem problem problem problem problem
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SEXUAL FUNCTION: The next section is about your sexual function and sexual
satisfaction. Many of the questions are very personal, but they will help us
understand the important issues that you face every day. Remember, YOUR
NAME DOES NOT APPEAR ANYWHERE ON THIS SURVEY. Please answer
honestly about THE LAST 4 WEEKS ONLY.

How has each of the following been for you? Please circle your response.

J12. Your level of sexual Very poor Poor Fair Good Very good
desire?

J13. Your ability to have Very poor Poor Fair Good Very good
an erection?

J14. Your ability to reach Very poor Poor Fair Good Very good
orgasm (climax)?

J15. How would you describe the usual QUALITY of your erections? Please circle your response.

None at all.

Not firm enough for any
sexual activity.

Firm enough for
masturbation and
foreplay only.

Firm enough for
intercourse.

J16. How would you describe the FREQUENCY of your erections? Please circle your response.

| NEVER had an
erection when |
wanted one. the

| had an erection
LESS THAN HALF

time | wanted
one.

| had an erection
ABOUT HALF the
time | wanted one.

one.

| had an erection
MORE THAN HALF
the time | wanted

| had an erection
WHENEVER |
wanted one.

J17. How often have you awakened in the morning or night with an erection?
Please circle your response.

Never

Seldom (less than |
25% of the time) !
i

|

Not often (less than
half the time)

Often (more than
half the time).

Very often (more than
75% of the time)
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J18. During the last 4 weeks, did you have vaginal or anal intercourse? Please circle your response.

No Yes, once % Yes, more than once

1 J19. Overall, how would you rate your ability to function sexually during the last 4 weeks?
Please circle your response.

1 2 3 4 5
- Very poor Poor Fair Good Very good

1 J20. Overall, how big a problem has your sexual function been for you during the past 4 weeks?
Please circle your response.

1 2 3 4 5
No Very Small Moderate Big
problem small problem problem problem problem

J21. Overall, how satisfied are you with the treatment you received for your prostate cancer?
Please circle your response.

1 2 3 4 5
Extremely Dissatisfied Uncertain Satisfied Extremely

dissatisfied o - satisfied

J22a. Have you had erections since your treatment for prostate cancer?

1. No If no please go to question K1.
2. Yes |If yes, please go to question J22b.
J22b. Do your erections require assistance? Please mark your
response.
1. No If no, please go to question K1.
2. Yes |If yes, please indicate which method you use.
Viagra
Vasomax

Penile Injections
Urethral Suppositories (MUSE)
Vacuum Device
Constriction Ring

Other Please specify:

—_—
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Please answer the following questions related to your prostate cancer and
the PSA (Prostate Specific Antigen) test.

The PSA is a relatively new test, and there is much to learn about how its use
affects patients. While answering the questions below, if you are unsure of any

words or terms, please make your best guess.

K1. Do you know why the PSA level is measured after surgery?

1 NO (if no, please go to K2)
2 YES (If yes, please answer K1a)

K1a. In the space below please explain briefly why you think the PSA is
Measured after surgery.

Do you know what it means to have a detectable PSA level after surgery?

K2.
1 NO (if no, please go to K3)
2 YES (if yes, please answer K2a)
K2a. Please explain briefly what you think it means to have a detectable PSA
Level after surgery.
K3. Do you think having a detectable PSA level after surgery means that prostate cancer
is still present?
1 NO
2 YES

3 Don’t know

K4 How many PSA tests have you had since surgery? (Number of tests)
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K5. When was your last PSA test? / / (Date)

K6. Do you know your last PSA value?

1 NO (if no, please mark one of the following options and go to K7.)
A. I don’t remember my last PSA value.
B. | have never been told my PSA value.
2 YES (if yes, please write it here: PSA value (ng/ml) and go to K6a.)

K6a. How reassured were you by the results of your last PSA test? Please
circle your response

1 2 3 4 5
- Not at all Slightly Moderately Very Extremely

reassured reassured reassured reassured reassured

K7 Was the value of your last PSA test “not detectable” (sometimes called “zero” or “less
than zero”)?
1______NO (if no, please go to K8)
2 _____ Don't know (please go to K8)
3 __ I'have not had a PSA test since | had my surgery for prostate cancer. (go to K8)
4____YES (if yes, please go to K7a.)

K7a. How reassuring is it to you that your last PSA value was “not detectable”
(sometimes called “zero” or “less than zero")? Please circle your

response.
1 2 3 4 5
Not at all Slightly Moderately Very Extremely
reassuring reassuring reassuring reassuring reassuring

- K8. Do you wish you'd had the opportunity to talk more to your doctor about what the results
: of your last PSA test mean?

1 YES
2 NO
- 3_____ Don't know




| K9. Please circle your response. How worried are you about the results of your most recent
PSA test(s)? Areyou...

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

K10. How worried are you about the actual number of PSA tests you've had since surgery?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

K11. Do you feel you've had the right amount of PSA tests since your surgery?

1 Should have had fewer (please go to K12)
2 Number of tests is about right (please go to K12)
3 Should have had more (if more, please go to K11a.)

K11a. How many more tests do you think you should have had?

K12. How long after surgery (months or years) would you want to continue having your PSA
level measured? Please enter your response in the appropriate space below.

Months OR Years

K13. Has a doctor ever talked with you about how the PSA test will be used to help monitor
your prostate cancer?

1 NO (If no, go to K14)
2 YES (If yes, go to K13a.)

K13a. How satisfied have you been with your doctor's explanations about why the PSA
test is used to help follow you after your surgery for prostate cancer? Please
circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Completely
satisfied satisfied satisfied satisfied satisfied
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': K14. What do you think is the chance that you will have a recurrence of prostate cancer after
‘ your surgery? Please circle your response.

1 2 3 4 5 6 7
'No Very Unlikely Moderate Likely Very Certain
' chance unlikely chance likely to happen

K15. How worried are you that you will have a recurrence of prostate cancer? Please circle
your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
- Worried worried worried worried worried

K16. Out of 100 men diagnosed with early stage prostate cancer, how many do you think will
have a recurrence of prostate cancer in their lifetime after having surgery.
(Please place your response in the form of a whole number from 0 to 100 in the space below)

———

K17. On a scale where 0% equals no chance and 100% equals certain to happen, what do you
think is the likelihood that you will have a recurrence of prostate cancer in your lifetime?
(Please place your response in the form of a whole number from 0% to 100%, in the space below)

. K18. If you were to have a recurrence of prostate cancer after surgery, when do you think that
! would happen?

(Please place your response in the space below indicating the number of years after surgery that
you think you would have a recurrence)

Year(s) after surgery
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K19. Before your surgery, did you join a prostate cancer support group?

1 NO (if no, please go to K20.)
2 YES (if yes, please go to K19a.)

K19a. About how often did you attend prostate cancer support group meetings
prior to surgery?

1
2
3
4

Several times a week
About once a week
About twice a month
About once a month

K20. After your surgery, did you join a prostate cancer support group?

NO

2 YES (if yes, please go to K20a)

K20a. About how often did you attend prostate cancer support group meetings?

B WO DN -~

Several times a week
About once a week
About twice a month

About once a month
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Please tell us how strongly you agree or disagree with each statement below by
circling the response that best describes your feelings.

EXAMPLE: | feel that my efforts | Strongly | Slightly | Neither Strongly
are noticed and rewarded Disagree | Disagree | Agree nor Agree
: : Disagree
L1 ;{;ﬁl”tfgat | get what | am entitled Strongly | Slightly Neither Slightly | Strongly
) Disagree | Disagree - Agree nor = Agree Agree
L L . Disagree :
L2 ;L;Ze'ré';f;rg’gdemﬁs arenoticed | owongly | Slightly  Neither  Slightly . Strongly
[ ; ) Disagree ' Disagree = Agree nor = Agree Agree
E R — ... Disagree | .
EL3 glfeel that people treat me fairly. Strongly > Slightly = Neither - Slightly Strongly
| Disagree | Disagree - Agree nor ~ Agree Agree
| S ? ... Disagree |
L4 Ifeel that | earn the rewards and . 5 . e
Epunishments | get Strongly | Slightly ' Neither  Slightly ~ Strongly
' Disagree | Disagree = Agree nor ' Agree ! Agree
U - Disagree .~ .
L5 . 1feel that when | meet with . . .
'misfortune. | have brought it upon Strongly | Slightly = Neither - Slightly .~ Strongly
gmyself ' Disagree | Disagree  Agree nor | Agree | Agree
N R SO _ Disagree =
L6 ?I'iff:e' that I get what | deserve in Strongly | Slightly ~ Neither = Slightly  Strongly
. Disagree | Disagree . Agree nor . Agree Agree
L . Disagree = .
L7 [ feel that people treat me with the . = . .
?respectthgtlgeserve Strongly | Slightly :  Neither Slightly - Strongly
' Disagree | Disagree | Agree nor = Agree Agree
‘ - Disagree |
L8 Elfeel the world treats me fairly. Strongly | Slightly = Neither Slightly Strongly
; Disagree | Disagree | Agree nor | Agree Agree
. Disagree | i
L9 Ibasi i i | e
L9 ;a?f:}gigy bellevetheworldisa | o ngly | Sighty | Neither  Siightly  Strongly
‘ ' Disagree | Disagree ' Agree nor = Agree Agree
. Disagree
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes

how you feel.

M1. Do you have feelings that you don't really care what goes on around you? Please circle
your response.

1 2 3 4 5 6 7
Very seldom Very
or never often

M2. Has it happened in the past that you were surprised by the behavior of people whom you
thought you knew well? Please circle your response.

1 2 6 7
Never happened Always happened

w
S
(@) ]

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.
1 2 3 4 5 6 7
Never happened Always happened
M4. Until now, your life has had:
1 2 3 4 5 6 7
No clear goals or ‘ Very clear goals
purpose at all and purpose
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' M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 6 7
Very often Very seldom
or never

w
BN
[é)]

)]

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
’ Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M?7. Doing the things you do every day is:
: 1 2 3 4 5 6 7
A source of deep A source of pain
- pleasure and and boredom
__ satisfaction
- M8. Do you have very mixed-up feelings and ideas? Please circle your response.
1 2 3 4 5 6 7
Very often Very seldom
ornever

M9. Does it happen that you have feelings inside that you would rather not feel? Please circle
your response.

1 2 6 7
Very often Very seldom
or never

w
A
4]

»)

M10. Many people—even those with a strong character—sometimes feel like sad sacks
' (losers) in certain situations. How often have you felt this way in the past? Please
circle your response.

1 2 3 4 5 6 7
Never Very often
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M11. When something happened, have you generally found that:

1 2 3 4 5 6 7
You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5 6 7
Very often Very seldom
or never

Q1.Did anyone assist you with the completion of this survey?

No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! This is the final questionnaire of the SSECaP Project.
Thank you for your participation

PADODPROST\FORMS\MATERIAL\12-month fu\12m PatientPartner .doc 11/17/1999
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Spouse Twelve-Month Follow-up Questionnaire

WELCOME!

This is the beginning of the questionnaire. We would like

to thank you, in advance, for the time and thought you

invest in filling it out. Please complete and return this

survey in the postage-paid envelope within 1 week.

INSTRUCTIONS: In the following pages, you will be asked
several questions about your health, well-being, quality of life,
perceptions of support that you give and receive from your

husband, and views of your husband’s illness. Please try to

answer each question. While you complete the questionnaire,

please do not talk about the questions or answers with anyone.

All your responses will be kept strictly confidential, and will not

be seen by your spouse. Should you have any questions, please
call Jill Smith at (919) 956-5644. In advance, thank you for your

time and efforts.

1 SF12




We will begin by asking you some questions about your

background.

GENERAL BACKGROUND INFORMATION - PLEASE PRINT.

A1. Today’s date: / /
? Month Day Year

A2. Name:

A3. Home Address:

Month Day Year i

Street Apt. #
City State Zip Code
A4. Home Phone Number: ( ) -
‘ Alternate Phone Number: ( ) -
|
' A5.  Date of Birth: / /

AB.  Whatis your highest level of education? (Put a checkmark by the answer.)

Grade school

Some high school
. High school graduate

Some college
College graduate
Graduate education

OORWN =

{ A7.  Which of the following best describes your racial or ethnic background?

White, not of Hispanic origin

Black or African-American, not of Hispanic origin
Hispanic

American Indian/Alaskan native

Asian/Pacific Islander
Hawaiian native
Other (please specify).

NOOAWN-~

[T
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A8,

AQ.

A10.

A11.

10.
11.
12.

A12.

XN A WN =

Which of the following best describes your current relationship?

1 Living with spouse or partner
2. In a significant relationship, but not living together
3 Not in a significant relationship

What is your current marital status?

Never married
Married
Separated
Divorced
Widowed

aORON=

J

How long have you been married/separated/divorced/widowed?

years

Who else lives in your household besides yourself? (Please check all that apply.)

Your husband/wife

Your mother

Your father

Your children 18 or under—p» How many?
Your children over 18 ——>» How many?
Sister(s) ——3 How many?
Brother(s) » How many?
Grandchildren ——— 5 How many?
Grandparent(s) —————p» How many?
Other relatives —__» How many?
Other non-relatives —_____y How many?
| live by myself.

©CoNOGOAWND=

L

Here are several broad income ranges. Please select the range that most closely
approximates your yearly household income, before taxes, from all sources, including

social security.

0 - $4,000

$4,001 - $9,000
$9,001 - $18,000
$18,001 - $30,000
$30,001 - $40,000
$40,001 - $50,000
$50,001 - $60,000
Above $60,000

A13. Altogether, how many people live on this income?

People.
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ILLNESS / CONDITION

Circle No or
Yes

If YES, circle how much the illness
interferes with your daily activities.

Do you have any of the following ilinesses or conditions at the present
time?

B
B2
B3
B4
B
B6
,57
Bo
B0
B11
B13 |k
B4

B15 |

B16
B17

Example:

Asthma

Anemra

Arthntls or rheumatlsm

Asthma
Cancer or leukemla

Clrculatlon trouble in arms,
Iegs or feet

Depression, anxiety or
j emotional problems

Drabetes
. Effects of Poho
Eﬁects of stroke

Emphysema or chronic
: bronchltrs

i Epllepsy/selzures

Glaucoma

‘t Heart Dlsease
| 'High blood pressure
;(greater than 140/90)
Kidney disease

Liver dlsease

| Multlple Sclerosrs

No

No Yes

No[(Ves
| Yes
No
No | Yes

No Yes

No Yes

.
No  Yes
N0> t(es
No  Yes

Yes
Yes
Yes

Yes

 Yes

~ Yes

- Yes

Yes

~ Yes

Not At All @ A Great Deal

Not At AII
Not At All

Not At Al
NotAtAH'

Not At AII
Not At All

Not At All |
rNot At AII‘
Not At AII
Not At AII‘

NotAtAl
NOtAtAI Al
vNotAtAﬂj
‘NotAtAll

Not At AII

Not At All

Not At All

A Little

A thtle

A thtle

A thtle

A thtle

A Little

A L|ttle

;ALmb

ALMb
A Lrttle

A thtle
A Lrttle

A thtle
fAme

;Ame
fAme
A thtle

]\
J

AGreat Deal

!

" A Great Deal

 AGreat Deal

AGreat Deal

} AGreat Deal
AGreat Deal

' AGreat Deal

A Great Deal

AGreat Deal

AGreat Deal

A Great Deal

A Great Deal

; H

A Great Deal

A Great Deal

A Great Deal

A Great Deal |
A Great Deal
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ILLNESS / CONDITION

Circle No or

If YES, circle how much the illness

Yes interferes with your daily activities.

B18 Stomach or intestinal No Yes | NotAtAll AlLittle | A Great Deal
-disorders, gall bladder

problems, or irritable

bowel syndrome
B19 Other urinary tract No  Yes | NotAtAll A Little ' A Great Deal

disorders (including

prostate trouble)
B20 | Parkinson's Disease No Yes | NotAtAll ALittle | A Great Deal
B21 . Severe memory problems No Yes | NotAtAll = AlLittle = A Great Deal

-such as Alzheimer’s or

other dementing illness
B22 Skin disorders such as No Yes | Not AtAll A Little A Great Deal
pressure sores, leg ulcers, f

or severe burns.
B23 Thyroid or other glandular No Yes | NotAtAll AlLittle A Great Deal

disorders
B24 §Tuberculosis No' Yes Not at All A Little | A Great Deal
B25 Stomach Ulcers No = Yes Not at All A Little | A Great Deal
B26 Leg Amputation(s) No Yes | NotatAll A Little | A Great Deal

Please continue to the next page of the questionnaire.
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your treatment for and/or management of prostate cancer. Please circle the

The following statements are about your thoughts and feelings since beginning

statement that best describes your thoughts and feelings. Please respond to

every statement.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

EXAMPLE: The purpose of each

treatment for my husband is clear | Strongly |Disagree |Undecided Strongly
to me. Disagree Agree
c1 Imdyohr:]c;tblg:%w what is wrong with Strongly Disagree Undecided - Agree | Strongly
. Disagree : . Agree
02 "a::\\;vzg.bt of questions without ~ Strongly ?Disagree ‘Undecided » Agree | Strongly
o _ Disagree | ' Agree
.C3 i1 am unsure |f m husband s | ' . j
jlllness is gettlng)better OF WOrSe. Strongly Disagree “Undecided  Agree Strongly
o . Disagree | ~ Agree
C4 lt is unclear how bad m | | : . : |
husbands mcontlnenceywnl be. Strongly %Dlsagree Undecided . Agree | Strongly
S .. Disagree Agree
C5 The ex Ianatlons the ive about L s : .
: my hus%and 's con dltI)cI)r? seem Strongly (Disagree Undecided - Agree | Strongly
C6 The urpose of each treatment for . i . i
my h%s:and is clear to me. ~ Strongly Disagree :Undemded ~ Agree | Strongly
e ... ... Disagree | | Agree
C7 | do not know when to expect ; - . g
things will be done to myp . Strongly ;Dlsagree ‘Undecided = Agree @ Strongly
husband. ~ Disagree ’ Agree
Cs8 M husbands sym toms/3|de | . | .
ef?ects contlnueyto ‘c):hange . Strongly Disagree Undecided = Agree | Strongly
iunpredictably Disagree | Agree
C9 {ou%deerstand everythlng explamed : Strongly |Disagree  Undecided Agree | Strongly
B | Disagree _Agree
C10 The doctors sa thln s to me that . f .
could have man,y me%mngs Strongly |Disagree Undecided | Agree | Strongly
~ Disagree | | | Agree
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began his treatment for and/or management of prostate cancer.

The following statements are about your thoughts and feelings since your husband

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

011 | can predict how long m Strongly | Disagree Undecided = Agree | Strongly
| predic ng my Disagree Agree
husband’s iliness will last.
C12 My husband’s treatment is too . .
coympl ex to figure out. Strongly | Disagree Undecided Agree | Strongly
.......... Disagree Agree
C13 It is difficult to know if the . .
treatments or medications my Strongly | Disagree Undecided Agree | Strongly
husband is getting are helping. Disagree Agree
C14 There are so many different types . .
of staff, it is unclegr who is yp Strongly | Disagree Undecided Agree | Strongly
responsible for what. Disagree Agree
C15 Because of the unpredictability of . .
my husband’s illnegs, | cannotyplan Strongly Disagree Undecided @ Agree | Strongly
for the future. Disagree | Agree
C16 The course of my husband’s illness . .
keeps changing.yHe has good days Strongly Disagree Undecided . Agree : Strongly
and bad days. Disagree Agree
C17 | It's vague to me how | will manage . .
my huiband’s care now that he’g Strongly | Disagree = Undecided = Agree Strongly
left the hospital. Disagree Agree
C18  ltis not clear what is going to . .
happen to my husbangd. g Strongly Disagree = Undecided @ Agree | Strongly
Disagree Agree
C19 | usually know if my husband is . .
going tg have a go)éd or bad day. Strongly | Disagree Undecided Agree | Strongly
Disagree Agree
C20 | The results of my husband’s tests . .
are inconsistent.y Strongly Disagree Undecided @ Agree | Strongly
| Disagree Agree
C21 | The effectiveness of my husband’s . .
treatment is undetermir):ed. Strongly | Disagree Undecided = Agree | Strongly
Disagree Agree
C22 Itis difficult to determine how long it . .
g will be before | can care for my g Strongly Disagree = Undecided @ Agree | Strongly
_husband by myself. Disagree Agree
7 SF12




The following statements are about your thoughts and feelings since your husband

began his treatment for andlor management of prostate cancer.

THOUGHTS AND FEELlNGS

CIRCLE RESPONSE

c23 Ican enerally predict the course of . L :

my hugsband syll?ness - Strongly Disagree Undecuded - Agree Strongly
| - Disagree ’ . Agree
i

C24 | Because of the treatment's side : . . : 5
: ‘effects, what my husband cando Strongly < Disagree Undecided = Agree ‘ Strongly
and cannot do keeps changlng | Disagree | i Agree

C25 Iam certam the will not find : ' . !
‘anythlng else w?'/ong with my ' Strongly . Disagree Undecided i Agree | Strongly

C26 The "’;;;ve’ notgiven my husbanda = |
spec):/iﬁc diagnogis. y Strongly - Disagree Undecided = Agree = Strongly

L R  Disagree - Agree

'C27 My husband’s incontinence and : . |

fim);)otence are predictable; | know ~ Strongly Disagree Undecided ~ Agree ~ Strongly
'when they are going to get better or Disagree Agree
_worse. ;

C28 M he—sband; dia ne;i;s def mte L . . : ' o
ﬁanyd will not chang% Strongly - Disagree Undecided = Agree | Strongly
| ~ Disagree . Agree

EC‘29‘ filcah de end oh the elinic staffrt.o N g . ;

'be therepwhen | need them. Strongly - Disagree Undecided * Agree Strongly
~ Disagree . Agree

C30 |The seriousness of my husband's
tillness has been deterymined. - Strongly Disagree Undecided = Agree | Strongly
| | Disagree - ' | . Agree
| ;

4 e —

C31 | The doctors and nurses use - . : i
“everyday language so | can . Strongly ;Dlsagree: Undecided = Agree | Strongly
Eunderstand what they are saying. | Disagree ' i Agree
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The following statements are about your sense of control over your life during

the past month. Please circle the response that best describes how you have

thought and felt during the past four weeks.

SENSE OF CONTROL CIRCLE RESPONSE

EXAMPLE: During the past LR N » 3 - _
month, most of my problems .Str‘qﬁng'v‘ft@wndecided Agree |  Strongly:
were due to bad breaks. | Pisagree e Agree
D1 During the past month, there was . .

no se?\se inpplanning a lot. If Strongly | Disagree Undecided Agree Strongly

something is going to happen, it Disagree Agree

will.
D2 During the past month, the reall . .

‘good %hingspthat happened to m):a Strongly |Disagree Undecided Agree Strongly

-were mostly luck. Disagree Agree
D3 During the past month, | was . .

resp oSrJ\siblepfor my own Strongly Disagree Undecided Agree Strongly

successes. Disagree Agree
D4 During the past month, | could do . .

just agout apnything | really set my Strongly |Disagree Undecided Agree Strongly

‘mind to. Disagree Agree
D5 During the past month, most of . .

my pr%blerr?s were due to bad Strongly |Disagree Undecided Agree Strongly

breaks. Disagree Agree
D6 During the past month, | had little . .

contrgl ove‘r)the bad things that  Strongly Disagree ' Undecided Agree Strongly

happened to me. Disagree Agree
D7 During the past month, m . .

misfo?tunespwere a result}gf the Strongly Disagree Undecided Agree Strongly

mistakes | made. Disagree Agree
D8 During the past month, | was . .

respo?\siblepfor my failures. Strongly |Disagree Undecided Agree Strongly

Disagree Agree
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ATTITUDES AND BEHAVIORS

The next questions ask about relationship attitudes and behaviors during the
past month. Answer all questions as honestly as possible. Answer all questions
with your partner in mind unless directed otherwise. Please answer the
questions without talking to your partner. Your partner should not see or
help with the answers. Circle the number from 1 to 7 that best reflects your

thoughts and feelings about each statement.

CIRCLE RESPONSE

E1 1 During the past month, we have
“had a good relationship.

Durlng the past month my
relatronshrp with my partner has
'been very stable.

E2

|

Durmg the past month our
. relationship has been strong.

'E3
E
During the past month, my

relationship with my partner has
made me happy.

E4

' During the past month, | have
really felt like part of a team with
my partner.

E5 |

Example: During the past month,
our relationship has been strong.

Strongly 1 2 3

Agree

E6 On the scale below crrcle the number from 1-10 that best descnbes the degree of happlness
everythrng considered, in your relationship during the past month. Please circle the number that best

. represents your response.

1 2 3 4 5 6 8 9 10
Very unhappy Happy Perfectly happy
10 SF12
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In the space below, please answer the following questions.

F1. During the past month, what has your husband said or done that you experienced as most
annoying or that upset you, made you angry, or just somehow rubbed you the wrong way in
regards to how you are coping with your spouse’s prostate cancer?

F2. During the past month, what have you wished that your husband had done or said to help you
cope with his recovery from cancer that he did not do?

11 SF12




The statements below are possible reactions that you may have had towards

your husband. Please tell us how often you have responded this way during

the past month.

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

D e
Never Sometimes Often
EXAMPLE: During the past month, you’ve responded responded responded
seemed not to enjoy being around him. this way this way this way
_f G1 %ur;?emivﬁisgimomh' you've acted Never | Rarely Sometimes = Often
mp ' " responded ' responded responded - responded
thisway ' this way thisway  thisway
G2 During the past month, you've seemed .
| _angry or upset with him when he needed i Never d Rarely — Sometimes f Often
' assistance. responde responded | responded iresponded
this way this way thisway = this way
G3 During the past month, you've .
’ . complimented the way he was coping with Never Rarely _ Sometimes Often
his illness. jresponded ,responded responded sresponded
: this way this way this way this way
G4 'gué':jg thbeeaags;rmozrr:?#r?]u ve seemed not Never ' Rarely ~ Sometimes : Often
f 5 y ‘ - responded - responded - responded responded
this way this way this way this way
G5 During the past month, you've made him | .
‘wait a long time for help when he needed it. | Never Rarely — Sometimes = Often
! - responded responded responded responded
' this way this way this way this way
G6 During the past month, you've made it ‘ -
gcomfortable for him to share with you how | Neve(;' d Rarely Sometn:e; Ofter:’ d
'he was feeling. - responde ‘responded ~ responded  responde
this way this way this way this way
iG? iDuﬁngthepastmonﬂLyoneavmded .
! e : . . Never Rarely = Sometimes A  Often
aeellrll g around him when he was not feeling - responded = responded = responded . responded
' . this way this way thisway  this way

12
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THOUGHTS AND FEELINGS

CIRCLE RESPONSE

During the past month, you've given him the

-G8 .

' “idea you really did not want to talk about a Never Rarely Sometimes Often
problem he was having. responded responded responded responded
this way this way this way this way

G9 Deu|lrg2:ig at{l; E\aSt month, you’ve shouted or Never Rarely Sometimes Often
y ) responded | responded responded responded
this way this way this way this way
G10 During the past month, you've made it a point .
to spend time with him when you thought he Never Rarely Sometimes Often
was feeling low. responded : responded responded responded
this way this way this way this way
G11 g;gg%ttzi F;:Z}irrmgznth’ you've not seemed to Never Rarely Sometimes Often
) responded responded responded responded
this way this way this way this way
G12 During the past month, you've complained .
about any medical problems he might have, Never Rarely Sometimes Often
or about helping him with a task he found responded responded responded responded
difficult to do by himself. this way this way this way this way
G13 During the past month, you've acted ;
uncomfortable talking to him about how he Never Rarely Sometimes Often
was coping with his illness. responded - responded responded responded
this way  this way this way this way
G14 During the past month, you've criticized the .
way he was coping with his disease and/or its Never Rarely Sometimes Often
treatment. responded responded responded responded
this way this way this way this way
G15 During the past month, you've been .
affectionate with him when you thought he Never Rarely Sometimes Often
needed support. responded responded responded responded
this way this way this way this way
G16 aDéJé;np%’:]r;eor;aLsi;qmonth, you've acted less Never Rarely Sometimes Often
) responded responded responded responded

5 B this way this way this way this way

G17 During the past month, you've not been .

emotionally supportive of him when he Never Rarely Sometimes Often
_expected some support. responded responded responded responded
i this way this way this way this way
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feelings about each statement.

The following questions concern your relationship with your husband during the
past month. Please circle the response that best describes your thoughts and

THOUGHTS AND FEELINGS

CIRCLE RESPONSE

EXAMPLE: During the past

month, | have not been able to Strongly | Disagree | Agree Strongly

turn to my husband for guidance | Disagree Agree

in times of stress.

H1 jDurlng the past month, | have been | Strongly  Disagree Agree Strongly
'able to depend on my husband to Disagree Agree
“help me if | really need it.

;H2 ;Durmg the past month, | have not " Strongly ‘ Disagree ~ Agree Strongly

| l been able to turn to my husband for: Disagree Agree

?guidance in times of stress. '

§H3 EDunng the past month, my Strongly  Disagree Agree Strongly

! 'husband has enjoyed the same Disagree Agree
'social activities | do.

H4 iDunng the past month, | have felt Stongly Disagree  Agree Strongly
. personally responsible for my Disagree Agree
husband’s well-being.

H5  During the past month, | have not . Strongly Disagree  Agree Strongly
thought that my husband respected ° Disagree Agree
my skills and abilities. :

H6 éDurlng the past month, if somethlngj Strongly Disagree  Agree Strongly

-went wrong my husband would not Disagree Agree

“come to my assistance.

14
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CIRCLE RESPONSE

THOUGHTS AND FEELINGS

H7 %During the past month, | have had .

_ o Strongly = Disagree Agree Strongly
a close relationship with my Disagree Agree
husband that provides me with a

-sense of emotional security and

well-being.

H8 During the past mon'fh, my Strongly | Disagree Agree Strongly
husband has recognized my Disagree Agree
competence and skill.

H9  During the past month, my Strongly | Disagree Agree Strongly
husband has not shared my Disagree Agree
interests and concerns.

H10  During the past month, m)./ Strongly | Disagree Agree Strongly
husband has not really relied on Disagree Agree
me for his well-being.

H11 éDurlng the past month, my Strongly | Disagree Agree Strongly

“husband has been a trustworthy Disagree Agree
person | could turn to for advice if |
were having problems.

H12 During the p?st mo.nﬂ-1, I have. Strongly | Disagree Agree Strongly
lacked a feeling of intimacy with my ' pisagree Agree

ihusband.

Please continue to the next page of the questionnaire.

15
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circle your response.

ACTIVITIES

CIRCLE RESPONSE

The following questions are about activities you might do during a typical day.
Does your health now limit you in these activities? If so, how much? Please

EXAMPLE: Lifting or carrying
groceries o

Yes, limited
alot

Yes, limited a
little

No, not limited at all )

I1. Vigorous activities, such as running,
lifting heavy objects, or participating in
strenuous sports

I2. Moderate activities, such as moving a
. table, pushing a vacuum cleaner,
bowling, or playing golf

|

|

I 13. Lifting or carrying groceries

1

I4. Climbing several flights of stairs

15. Climbing one flight of stairs

I6. Bending, kneeling, or stooping

I7. Walking more than a mile

I8. Walking several blocks

Yes, limited
a lot

Yes, limited
a lot

Yes, limited a little

. Yes, limited -

alot

[ Yes, limited
. alet

Yes, limited

Yes, limited
alot

alot

. alt

I9. Walking one block

110. Bathing or dressing yourself

Yes, limited
Yes, limited -

Yes, limited .

Yes, limited

‘alot

16

i

Yes, limited a
little

Yes, limited a
little

Yes, limited a
 little

Yes, limited a

Yes, limited a
little .

Yes, limited a

little

Yes, limited a
little

No, not limited at all

No, not limited at all

No, not limited at all

No, not limited at all

No, not limited at all

No, not limited at all

No, not limited at all

No, not limited at all

Yes, limited a

Yes, limited a
little.

little

No, not limited at all

No, not limited at all
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During the PAST 4 WEEKS, have you had any of the following problems with

your work or other regular daily activities as a result of your PHYSICAL
HEALTH? Please circle YES or NO for each question.

PROBLEMS AS A RESULT O PHYSICAL HEALTH

CIRCLE RESPONSE

: 111. Cut down on the amount of time you spent on work or Yes No
other activities
112. Accomplished less than you would like Yes No
113. Were limited in the kind of work or other activities Yes No
114. Had difficulty performing the work or other activities (for Yes No
example, it took extra effort)

During the PAST 4 WEEKS, have you had any of the following problems with
your work or other daily activities as a result of any EMOTIONAL PROBLEMS,

such as feeling depressed or anxious? Please circle YES or NO for each

question.
EMOTIONAL PROBLEMS CIRCLE RESPONSE
115. Cut down on the amount of time you spent on work or Yes No
other activities
116. Accomplished less than you would like Yes No
117. Didn’t do work or other activities as carefully as usual Yes No
17 SF12




the past 4 weeks ...

FEELINGS

These questions are about how you feel and how things have been with you
during the PAST 4 WEEKS. or each question, please circle the answer that
comes closest to the way you have been feeling. How much of the time during

CIRCLE RESPONSE

EXAMPLE: Have you felt | Allof | Mostof | A good | Some
calm and peaceful? the time | the time | bit of the | of the
time time
Di 2 | | |
18. ;D'd you feel full of pep? . All of the | Most of the: A good bit ' Some of - A little of | None of |
. time time  ofthetime ' thetime thetime | the time
119, n:r‘\’,iggzsfsirr‘]f ¥ Allofthe 'Mostofthe Agoodbit Some of A little of | None of
: ' - time | time of the time = thetime the time ' the time
3120' mzvgu);ggsf?::tonggg:gm ‘ All of the !Most ofthe A good bit Some of A little of ' None of
| “could cheer you up? : time | time : of the time | the time  the time : the time
55121‘ ;;l:;:e)f/&l;felt calm and . All of the ;Most ofthe A goodbit Some of . Alittle of | None of
) - tme ©  time | ofthetime thetime - thetime | the time |
SOV n Mot o e o e e e e e U l - . - 1__ o e e
122 eDr"‘Q’;y‘f,ha"e alotol | Allofthe 'Mostofthe A goodbit 'Some of A little of | None of
| ' time ’ time ofthe time thetime the time | the time
123, hate yo Telt downhearted | v of the | Most of the - A good bit  Some of A lite of | None of
‘ : ) time ! time of the time the time the time : the time
| :
; ? i - 5
24.  Didyoufeelwormn out? | A\ fthe |Mostofthe Agoodbit Some of A litfle of | None of
~ time time . ofthetime thetime thetime | the time |
125. ;‘;V;gf;“ Peenahaphy | Allof the |Most of the A goodbit - Some of A little of | None of |
! ' L time time - ofthetime thetime thetime | the time
. o o | o
126, Didyoufeel tired: Allof the |Most of the A good bit - Some of = A little of | None of
- time time  ofthetime ' thetime thetime | the time
' ' : B T

18
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. I7. During the past 4 weeks, how much of the time has your physical health or emotional problems
| interfered with your social activities (like visiting with friends, relatives, etc.)?
Please circle your response.

1 2 3 4 5
- All of Most of Some of A little of None of

The time the time the time the time the time

128. During the past 4 weeks, to what extent has your physical health or emotional problems
interfered with your normal social activities with family, friends, neighbors, or groups?
Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely

129. How much bodily pain have you had during the past 4 weeks? Please circle your response.

1 2 ’ 3 4 5 6
None Very mild Mild Moderate Severe Very severe

130. During the past 4 weeks, how much did pain interfere with your normal work (including both work
outside the home and housework)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Quite a bit Extremely
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Please choose the answer that best describes how true or false each of the
following statements is for you. Circle one item on each line.

i
|

i

i

STATEMENT CIRCLE RESPONSE
EXAMPLE: | expect my 'Definitely | Mostly | Not sure. Deflmtely
health togetworse. ' | true. | true. | false.’

_ |
131. Iseem to get sick a little ~ Definitely . Mostly Not sure.  Mostly false. | Definitely false.

easier than other true. . true.

people. |
| , |
132. | am as healthy as Definitely !  Mostly Not sure. * Mostly false. Definitely false.
: anyone | know. true. . true.

|
133. | expect my health to get - Definitely [ Mostly Not sure. = Mostly false. | Definitely false. ‘
i worse. true. - true. ;
] y
_ i _
- 134. My health is excellent. Definitely |  Mostly Not sure. ~ Mostly false. | Definitely false.
true. true. j
135. In general, would you say your health is:
Please circle your response.
é | |
Excellent Very Good Good | Fair ; Poor

Compared to one year ago, how would you rate your health in general now?

136.
i Please circle your response.

I
H 1
]

Much better now Somewhat About the same. [ Somewhat worse Much worse now
~than one year ago. now than one than one year ago.
‘ one year ago.

i year ago. |

' ' better now than !
|
, |
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Please answer the following questions related to your spouse’s prostate
cancer and the PSA (Prostate Specific Antigen) test.

The PSA is a relatively new test, and there is much to learn about how its use
affects patients. While answering the questions below, if you are unsure of any
words or terms, please make your best guess.

K1. Do you know why the PSA level is measured after surgery?
1 NO (if no, please go to K2)
2 YES (If yes, please answer K1a)

K1a. In the space below please explain briefly why you think the PSA is
measured after surgery.

K2. Do you know what it means to have a detectable PSA level after surgery?
1 NO (if no, please go to K3)
2 YES (if yes, please answer K2a)

K2a. Please explain briefly what you think it means to have a detectable PSA
level after surgery.

K3. Do you think having a detectable PSA level after surgery means that prostate cancer
is still present?

NO
2 YES
3 Don’t know
K4. How many PSA tests has your spouse had since surgery? (Number of tests)
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- K5. When was your spouse’s last PSA test? / / (Date)

K6. Do you know your spouse’s last PSA value?

1 NO (if no, please mark one of the following options and go to K7.) i
a. I don’t remember my spouse’s last PSA value.
b. | have never been told my spouse’s PSA value.

2 YES (if yes, please write it here: PSA value (ng/ml) and go to Ké6a.)

K6a. How reassured were you by the results of your spouse’s last PSA test?
Please circle your response.

; 1 2 3 4 5 ‘
Not at all Slightly Moderately Very Extremely
- reassured reassured reassured reassured reassured

_K7. Was the value of your spouse’s last PSA test “not detectable” (sometimes called “zero”)?

1___ NO (Ifno, please go to K8)

2_____ Don't know (please go to K8)

3 ___ My spouse has not had a PSA test since he had his surgery for prostate cancer.
(go to K8)

4 ____YES (Ifyes, please go to K7a.)

K7a. How reassuring is it to you that your spouse’s last PSA value was “not
detectable” (sometimes called “zero)? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
. reassuring reassuring reassuring reassuring reassuring

K8. Do you wish you'd had the opportunity to talk more to your doctor about what the results
of your spouse’s last PSA test mean?

1 YES

2 NO :
3 Don’t know E
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“How worried are you about the results of your spouse’s most recent PSA test(s)?

Ko
5 Please circle your response.

1 2 3 4 5

- Not at all Slightly Moderately Very Extremely
. worried worried worried worried worried

' K10. How worried are you about the actual number of PSA tests your spouse has had since
surgery? Please circle your response.

1 2 3 4 5
Not at all Slightly Moderately Very Extremely
worried worried worried worried worried

Do you feel your spouse has had the right amount of PSA tests since his surgery?

K11.
1 Should have had fewer (please go to K12)
2 Number of tests is about right (please go to K12)
3 Should have had more (if more, please go to K11a.)

K11a. How many more tests do you think he should have had?

K12. How long after surgery (months or years) would you want your spouse to continue having
his PSA level measured? Please enter your response in the appropriate space below.

Months OR Years

K13. Has a doctor ever talked with you about how the PSA test will be used to help monitor
your spouse’s prostate cancer?

1 NO (If no, go to K14)
2 YES (If yes, go to K13a.)

K13a. How satisfied have you been with your doctor’s explanations about why the PSA
test is used to help follow your spouse after his surgery for prostate cancer?

Please circle your response.

1 2 3 4 5
- Not at all Slightly Moderately Very Completely
satisfied satisfied satisfied satisfied

é satisfied
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K14. What do you think is the chance that your spouse will have a recurrence of prostate
cancer after his surgery? Please circle your response. é

1 2 3 4 5 6 7
No Very Unlikely Moderate Likely Very Certain
- chance unlikely chance likely to happen

K15. How worried are you that your spouse will have a recurrence of prostate cancer? Please
' circle your response.

1 2 3 4 5
- Not at all Slightly Moderately Very Extremely
- worried worried worried worried worried

K16. Out of 100 men diagnosed with early stage prostate cancer, how many do you think will
have a recurrence of prostate cancer in their lifetime after having surgery.

(Please place your response in the form of a whole number from 0 to 100 in the space below)

[ —

- K17. On a scale where 0% equals no chance and 100% equals certain to happen, what do you
1 think is the likelihood that your spouse will have a recurrence of prostate cancer in his
lifetime?
(Please place your response in the form of a whole number from 0% to 100% in the space below)

%

K18. If your spouse were to have a recurrence of prostate cancer after surgery, when do you
: think that would happen?

(Please place your response in the space below indicating the number of years after surgery that
you think your spouse would have a recurrence)

Year(s) after surgery
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K19. Before your surgery, did you join a prostate cancer support group?

1 NO (if no, please go to K20.)
2 YES (if yes, please go to K19a.)

K19a. About how often did you attend prostate cancer support group meetings
prior to surgery?

Several times a week

About once a week

About twice a month

A WO N -

About once a month

K20. After your surgery, did you join a prostate cancer support group?

NO

2 YES (if yes, please go to K20a)

K20a. About how often did you attend prostate cancer support group meetings?

Several times a week
About once a week
About twice a month

About once a month

HWON -
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Please tell us how strongly you agree or disagree with each statement below by
circling the response that best describes your feelings.

EXAMPLE: | feel that my efforts | Strongly | Slightly | Neither fSlightly \ Strongly
are noticed and rewarded Disagree | Disagree | Agree nor | Agree Agree
) Disagree
o leelthatigetwhatlamentiied | o oy | Sightly  Neither  Slightly  Strongly
; ' Disagree : Disagree . Agree nor Agree Agree
I N B, . Disagree
%L Lzede:élcf;rgwgdeﬁons are noticed Strongly | Slightly . Neither Slightly Strongly
3 ' Disagree ' Disagree = Agree nor ' Agree Agree
| o . Disagree
;L3 | feel that people treat me fairly. Strongly Slightly Neither Slightly Strongly
. Disagree | Disagree  Agree nor = Agree Agree
R T ’ - Disagree
L4 Ifeelthat | earn the rewards and | - . .
punishments | get 1 Strongly Slightly Neither Slightly Strongly
' Disagree : Disagree Agree nor = Agree Agree
e ] i Disagree .
L5 Ifeel that when | meet with L . :
-misfortune, | have brought it upon | Strongly Slightly Neither — Slightly Strongly
Emyself ' ' Disagree | Disagree . Agree nor . Agree Agree
. o - Disagree =
LG E:iff:el that | get what | deserve in Strongly | Slightly Neither Slightly Strongly
: T - Disagree | Disagree Agreenor  Agree Agree
N O S | . Disagree ]
L7 Ifeel that people treat me with the . . e
respect chtlgeserve | Strongly Slightly Neither Slightly Strongly
' . Disagree | Disagree . Agree nor = Agree Agree
S - Disagree e
L8 %lfeel the world treats me fairly. Strongly | Slightly  Neither Slightly Strongly
Disagree | Disagree . Agreenor - Agree Agree
RS S IS . Disagree @
Lo Lat?ra :‘lgigy believe the world is a ' Strongly | Slightly Neither Slightly Strongly
' Disagree | Disagree  Agree nor Agree Agree
| Disagree
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Below are questions about various aspects of our lives. Each question
has seven possible answers. Please circle the number that best describes

how you feel.

-No clear goals or

' purpose at all

M1. Do you have feelings that you don't really care what goes on around you? Please circle
your response.

1 2 3 4 5 6 7
Very seldom Very
or never often

' M2. Has it happened in the past that you were surprised by the behavior of people whom you
thought you knew well? Please circle your response.

1 2 3 4 6 7
Never happened Always happened

(&)

M3. Has it happened that people whom you counted on disappointed you? Please circle your

response.
1 2 3 4 5 6 7
Never happened Always happened
M4. Until now, your life has had:
1 2 3 4 5 6 7
No clear goals or Very clear goals
purpose at all and purpose
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M5. Do you have the feeling that you're being treated unfairly? Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never

M6. Do you have the feeling that you are in an unfamiliar situation and don’t know what to do?
: Please circle your response.

1 2 3 4 5 6 7
Very often Very seldom
or never
M7. Doing the things you do every day is:
. 1 2 3 4 5 6 7
- A source of deep A source of pain
. pleasure and and boredom
satisfaction
M8. Do you have very mixed-up feelings and ideas? Please circle your response.
1 2 3 4 5 6 7
Very often Very seldom
or never

M9. Does it happen that you have feelings inside that you would rather not feel? Please circle
| your response.

1 2 6 7
Very often Very seldom
or never

w
oY
(8}

J)

M10. Many people—even those with a strong character—sometimes feel like sad sacks
' (losers) in certain situations. How often have you felt this way in the past? Please
circle your response.

1 2 5 6 7
Never Very often

w
N
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M11. When something happened, have you generally found that:

1 2 3 4 5 6 7
You overestimated You saw things
or underestimated in the right
its importance proportion

M12. How often do you have the feeling that there’s little meaning in the things you do in daily
life? Please circle your response.

A
(&)
3

1 2 3 6 7

Very often Very seldom
or never

M13. How often do you have feelings that you're not sure you can keep under control?

1 2 3 4 5 6 7
Very often Very seldom
or never

Q1. Did anyorie assist you with the “'COrTibl'etiahv of this s‘urvey’?'

No
Yes If yes, who?
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Thank you for taking the time to fill out this questionnaire.
Your answers are very important to us. They will help
researchers learn more about the quality of life of prostate
cancer patients and their families.

We appreciate the care you have shown in completing this
survey! This is the final questionnaire of the SSECaP Project.
Thank you for your participation.

P\DODPROST\FORMS\MATERIAL\12-month fu\12m Spouse .doc 11/17/1999
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Isaac M. Lipkus
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Isaac M. Lipkus*, Elizabeth Clipp, Richard Potthoff , and
Cary Robertson
Duke University Medical Center, Durham, North Carolina, United States
June 1999

There has been little research exploring how prostrate cancer patients
and their spouses’ feelings of disease uncertainty, perceived social support,
negative social interactions (i.e., critical and avoidant behaviors), and marital
satisfaction affect their own and their partners’ quality of life. We explored
these influences among 72 early stage prostate cancer patients and their
spouses shortly before having surgery (radical prostatectomy).

Patients’ emotional and social well-being, as assessed by the SF-36,
were most consistently related to perceptions of their disease uncertainty,
spousal support, degree to which they viewed their spouses as critical and
avoidant, and to marital satisfaction. Spouses’ quality of life was related less
consistently to their own perceptions of these outcomes. Patients with wives
that expressed greater marital satisfaction reported enhanced emotional
well-being. However, spouses’ quality of life was unrelated to patients’
perceptions of their own disease uncertainty, perceived spousal support,
spouses’ negative and avoidant behaviors and marital satisfaction. Patients
reported better emotional well-being, more energy/less fatigue, and less
bodily pain than reported by their spouses. These data suggest that in
contrast to their spouses, quality of life among men with early stage prostate
cancer, prior to surgery, is related strongly to their feelings of disease
uncertainty, to the nature of support they feel from their spouses, and to the
quality of their spousal relationships. Future studies aimed at assessing
quality of life in men with prostate cancer should take accounts from both
members of the spousal relationship, focusing especially on the nature of
support experienced by men between diagnosis of prostate cancer and
surgical intervention.
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Core Faculty, Duke Institute for Care at the End of Life

HONORS Phi Kappa Phi, 1980; Sigma Theta Tau, 1980; The University of Maryland Faculty Award for
Excellence in Clinical Practice, 1980; NIMH predoctoral fellowships, 1978-1983; Sigma Xi, 1983; NY State Human
Ecology Research Award, 1983; Junior Scholar, Xlith International Congress of Gerontology, NY City, 1985;
Scientific Presentation Award, American Geriatrics Society Annual Meeting, May 1987. Veterans Administration
Special Performance Award, 1989. Richard Kalish Innovative Publication Award, sponsored by the
Gerontological Society of America, 1991. Who's Who in American Nursing 1992; Special Contribution Award,
Dept. of Veteran Affairs, 1993; Fellow, Gerontological Society of America, 1994. Nominee, Women in Science
and Engineering (WISE) Award Program, 1996. Nurse Scientist, Oncology Nursing Core, Cancer and Leukemia
Group B (CALGB), 2001.
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L] Principal Investigator/Program Director (Last, first, middle):

B. Selected peer-reviewed publications (in chronological order).

Clipp, E.C. and Moore, M.J. Impact of Therapy on Caregiving Time and Costs. Progress in Alzheimer's Disease,
Vol.2, No.1, p. 6-7, 1995.

White, H., Clipp, E.C., Schmader, K. and Hanlon, J. The Role of the Caregiver in the Drug Treatment of Patients
with Dementia. CNS Drugs, Vol. 4, No. 5, p. 568-67, 1995.

Clipp, E.C., Moore, M.J., George, L.K. The Content and Properties of the Caregiver Activities Time Survey
(CATS): An Outcome Measure for Use in Clinical Trial Research on Alzheimer's Disease. The
American Journal of Alzheimer's Disease, Vol. 11, No. 6, p 3-9, 1996.

Clipp, E. and Elder, G.H., Jr. The Aging Veteran of World War Il. In: Aging and Posttraumatic Stress Disorder.
Edited by Paul E. Ruskin and John A. Talbott. American Psychiatric Press, Inc., 1996.

Siegert, L., Clipp, E., Mulhausen, P. & Kochesberger, G. Low Impact of Advance Directive Video on Patient
Comprehension and Treatment Preferences. Archives of Family Medicine, Vol. 5, April 1996, 207-212.

Clipp E.C., Elder, G.H., George, L.K. and Pieper, C. Trajectories of Health in Aging Populations. Approaches to
Rural Health and Aging Research. W.Gesler, D.Rabiner (Eds.), Baywood, 1997.

Sutton, L., Clipp, E.C. and Winer, E. Managing Terminal lliness in the Elderly. In Cancer in the Eiderly. C.P.
Hunter, K.A. Johnson and H.B. Muss (Eds.), New York: Marcel Dekker, 2000.

McBride, C.M., Clipp, E., Peterson, B., Lipkus, I. and Demark-Wahnefried, W. Cancer Diagnosis as a Teachable
Moment for Risk Factor Reduction. Psycho-Oncology, 9(5): 418-427, 2000.

Steinhauser, K.E., Clipp, E.C., McNeilly, M. D., Christakis, N.A., Mcintyre, L.M. and Tulsky, J.A. In Search of a
Good Death: Observations from Patients, Families, and Providers. Annals of Internal Medicine, 132:825-
832, 2000.

Demark-Wahnefried W, Peterson B, McBride C, Lipkus |, Clipp J. Health behaviors and readiness to pursue
lifestyle change among men and women with early stage prostate and breast cancers. Cancer 88: 674-

684, 2000.
George, L.K. and Clipp, E.C. Quality of Life: Conceptual Issues and Clinical Implications. In Review, Neurological
Report, 2000.

Clipp, E.C. Quality of Life. In press, The Encyclopedia of Aging, 3rd Edition, G. Maddox (Chief Ed.), New York:
Springer, 2000.

Steinhauser, K.E., Christakis, N.A., Clipp, E.C., Maya McNeilly, M.D., Mcintyre, L. and Tulsky, J.A. Factors
Considered Important at the End of Life by Patients, Family, Physicians, and Other Health Care Providers.
JAMA, Vol. 284:19, p 2476-2482, Nov. 2000.

Moore, M.J., Zhu, C.W., Clipp, E.C. Informal Costs of Dementia Care: Estimates from the National Longitudinal
Caregiver Study. Journal of Gerontology: Social Sciences, 56B, $219-S228, 2001.

Clipp, E. C., Hollis, D., and Cohen, H.J. Considerations of Psychosocial lliness Phase in Cancer Survival.
Psycho-Oncology, 10, 166-178, 2001.

Steinhauser KE, Christakis NA, Clipp EC, McNeilly M, Mcintyre LM, Tulsky JA, Preparing for the end of life:
preferences of patients, families, physicians and other care providers. Journal of Pain and Symptom
Management, 2001;22(3):727-737.

White, H., McConnell, E., Clipp, E., Branch, L., Sloane, R., Pieper, C., Box, T. A Randomized Controlled Trial of the
Psychosocial Impact of Providing Internet Training and Access to Older Adults. In press, J Aging and Health,
2001. :

Fonda, S.J,, Clipp, E.C. and Maddox, G.L. Patterns in Functioning Among Residents of an Affordable Assisted
Living Housing Facility. In press, The Gerontologist, 2001.

Zhu, C., Clipp, EC, Moore, MJ Informal Care Costs of Dementia. In Research and Practice in Alzheimer's Disease
and Other Dementias (special Issue on Caregiving). B. Vellas, Editor-in-Chief, European Alzheimer’s
Disease Consortium (EADC), In press, 2002.

Howell J, Frederick J, Olinger B, Strickland R., Leftridge D, Fryar M, Wade B, Hess R, Clipp, E.C. Can Nurses
Govern in a Government Agency? Journal of Nursing Administration, 31, 4: 187-196, 2001.

Ingram, S., Seo, P., Martell, R., Clipp, E.C., Doyle, M.E. and Cohen, H.J. Comprehensive Assessment of the Elderly
Cancer Patient: The Feasibility of Self-Report Methodology. In press, Journal of Clinical Oncology, 2001.

Steinhauser, K., Clipp, E.C., and Tulsky, J. Evolution in Measuring the Quality of Dying. In press, Journal of
Palliative Medicine, 2001.
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. Principal Investigator/Program Director (Last, first, middle):

C. Research Support.
IRR-98-162-1 9/1/99-8/31/02
VA HSR&D AWARD (Tulsky, PI; Clipp, Co-l))
Measuring the Quality of Dying
The purpose of this study is to measure quality of dying in an in-patient VA population.

NINR NR-01-001 (1 P20 NR07795-01; Clipp, PI) 8/1/01-7/31/04

Trajectories of Aging and Care in Nursing Science

The overall goal of the TRAC Center is to enhance the capacity for nurse investigators to examine patterns of
health, iliness, and care among the elderly over time and across diverse settings, including home and institution,
including care at the end of life.

VA Contract #NRI #95-218 (Clipp, PI) 10/1/97-9/30/01

VA Merit Review Award

Informal Caregivers of Veterans with Dementia

The overall goal of this project is to conduct a national, prospective, longitudinal study of informal caregivers of elderly
veterans with Alzheimer's disease or related disorders to: determine the impact of dementia on veterans' families in
terms of caregiver cost (informal disease cost) and quality of life; and to identify the correlates of service use and the
predictors of institutionalization.

NCI (Demark-Wahnefried, Pl; Clipp, Co-l)) ’ 12/01/00-11/30/05

Promoting Health in Prostate & Breast Cancer Survivors

The purpose of this study is to determine: 1) the relative short (1 year) & long term (2 years) efficacy of a
personalized, computer-generated diet and exercise intervention; 2) the effects of the intervention on other endpoints,
e.g., quality of life, perceived health, etc. and 3) factors such as race and gender that may interact with the
intervention predicting program efficacy.

Dept. of Defense (Lipkus, PI; Clipp Co-l) 8/1/98-1/31/01 ,

The Effects of Supportive and Nonsupportive Behaviors on the QOL of Prostate Cancer Patients and their
Spouses ‘

The aim of this 30-month longitudinal study is to explore how prostate cancer patients’ and spouses’ supportive and
nonsupportive behaviors during the diagnostic and early treatment phases affect and are affected by disease-related
stress and feeling of uncertainty, and personal QOL and well-being.

Dana-Farber Cancer Institute (Emmons, PI; Clipp, Co-l) 9/30/98-7/31/02

RO1 CA74000-01A1 (Clipp, Co-Investigator)

Multi-Risk Factor Intervention for Colon Polyp PatientsMulti-Risk Factor Intervention for Colon Polyp
PatientsMulti-Risk Factor Intervention for Colon Polyp PatientsMulti-Risk Factor Intervention for Colon Polyp
Patients

The aim of this 4-year, two-site (Dana-Farber Cancer Institute and Duke University Comprehensive Cancer Center)
intervention study is to evaluate the effectiveness of a comprehensive multiple risk factor intervention in changing risk
behaviors of patients diagnosed with colon polyps.

NIA Renewal of 5P60 AG11268 (Cohen PI; Clipp Co-I) | 7/1/99-6/30/04 NIA Renewal of 5P60 AG11268

(Cohen) 7/1/99-6/30/04 15%NIA Renewal of 5P60 AG11268 (Cohen) 7/1/99-6/30/04 15%NIA
Renewal of 5P60 AG11268 (Cohen) 7/1/99-6/30/04 15%

Phoning for Function: Promoting Health after Cancer

The aim of this project is to determine the efficacy of a diet-physical activity telephone counseling program in
improving physical function among elderly men and women newly diagnosed with early stage breast or prostate
cancer.

AARP Andrus Foundation (Gwyther PI; Clipp, Co-l) 11/1/99-10/31/2000
Home Care for Persons with Alzheimer’s Disease and Other Dementias

This study aims to identify the personal, patient, and social characteristics associated with caregiving-related health
problems and to examine the predictors of service use, both community-based and institutional. In addition,
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telephone interviews of a sub- sample of NCS caregivers will be conducted to examine the decision processes by
which caregivers adopt or discontinue formal service use.
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FF PRINCIPAL INVESTIGATOR/PROGRAM DIRECTOR:

BIOGRAPHICAL SKETCH T

Qive the foltowing information lor the kay personnel gnd consultants liated on page 2. Bagin with the Principsl
Investigator/Program Director. Pholocopy this page for asch person.

NAME ' POSITION TTLE BIRTHDATE (Mo, Day, ¥r)
Cary N. Robertsod, 11.D. Assistant Professor 11/28/51
EQUCATION (Begin with baccalaursate or other initial professions! education, such 4 nursing, and irclude postdoctoral training)
INSTITUTION AND LOCATION DEGREE | o deiiten FIELD OF STUDY
Southern Methodist University, Dallas, TX B.A. 1973 Biology
Tulane Medical School, New Orleans, LA M.D. 1977 Medicine

RESEANCH AND PROFESSIONAL EXPERIENCE: Coneluding with oym once.
: prasent position, itst, In chronological order, previous
snd honors. Include present membership on eny Federal Government public udvlst;ry commitiee, Lisl, in chroh?:loo!cnl ﬂ., !h:t’l‘:l';: :: com:

plete roferances to all publi
A PAGaE s? blications during the past three yeers and to tepresantative eadler publications pertinent to this spplication. DO NOT

PREVIOUS EMPLOYMENT AND EXPERIENCE

1977-78 Intacn in Surgery, Univ. of Oregon Health Sciences Canter, Portland,
Oregon. :

1978-80 Senior Asslstant Surgeon, USPHS, National Health Service Corpe
Alleghany Family Practice Center, Sparta, North Carolina.

1980-81 Junior Assiatant Residant in Surgery, Duke University Medical Center,
purham, North Carolina.

1981-84 Aspigtant Resident in Urology, Duke University Medical Center,
Durham, North Carolina. '

198485 Chief Resident in Urology, buke University Madical Center, Durham,
North Carolina.

1985~87 cancer Expert, Urologic Onvology Bection, Surgery Pranch NCI/WIH,
Bethesda, Maryland.

1987-88 Senior Investigator, Urologic Oncology Sectlon, Surgery Branch,

NCI/NIH, Bethesda, Maryland.
oct. 1988- Aasslstant Professor, Divislon of Urology, Department of Surgery, puke
University Medical Center, Durham, North Carolina.

PUBLICATIONS

1. Walther PJ, Robarteon CN, Paulson DF: Lethal Complications Of standard
Self-Retalning Ureteral Stents In Patients With Ileal Conduit Urinary
Diversion. & Urol 133:851-853, 1986,

2. Roberteon CN, Santora A, Liang ©, Linehan WM: Buman Recombinant INF
Medlates Bone Resorption In Vitre. Surglcal Forum 37:1669-670, 1986,

3. Belldegrun A, Linehan WM, Robarteon CR, Rosenberg SA: Isolation And
Characterization Of Lymphouytes Infiltrating Human Renal Cell Cancer:
Posgible Rpplication For Therapeutic Adoptive immunotherapy. Surgical
Forum 37:671-673, 1986. St ' o

4. . Rosenberg SA, Lotze MT, Muul LM, Chang AE, Avis FP, Leitman S, Linehan WM,

;% ' Robertsen-CN, Lee RE, Rubin Jt, Seipp CA, Simpson CG, white DE: A Progresg
Report On The Treatment Of 157 Patients Wlth Advanced Cancer Using
Lymphokine- Activated Killer Calle And Interleukin-2 Or High-Dosme
Interisukin-2 Alone. N Engl J Med 316:8895-857, 1987.

5. Topallan 8L, Solomon D, Avis FP, Chang AE, Linehan WM, Lotze MT, Robertson
CN, Seipp caA, Simon P, S8impson CC, Roaenberg SA: Imunotharapg OFf Patients
Hith Advanced Cancer Using Tumor Infiltrating Lymphocytea An Recombinant
Interleukin-2: A Pilot Study. J Clinc Oncology 61839, 1988.

6. Ashby H, DiMattina M, Linshan WM, Robartson ON, Queenan JT, Alberteon BD:
7he Inhibition Of Human Adrenal Steroidogenic Enzyme Activities By Suramin,
Journal Of clinical Endoorinology And Metabolism. 68(2):11-4, 1989,
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11'

12.

13.

14.

15.

16.

17.

18.

is.

20.

21,
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Yano T, Linshan M, Anglard P, Lerman MI, Daniel LN, Stein CA, Robertson
CN, LaRocca R, Zbar B: Genetic Changes in Human Adrenocortical Carcinomas.
JNCT B81(7):518-523, 1989.

Haas GP, Pittaluga §, Gomella L, Travia WD, Sherina RJ, Doppman JL, Linahan
WM, Robertson CN: Clinically Occult Leydig Call Tumor Presenting With
cynecomastia. J Urol  142:1325-1327, 1989. -

Horan JJ, Roberteon CN, Choyke PL, Frank JA, Miller DL, Pase HI, Linehan
WM: The Detection Of Renal Carcinoma Extaension Into The Renal Vein And
Inferior vena Cava: A Proupective Comparison Of Venacavography And
Magnetic Rasonance Imaging. J Urol 142:943-948, 1989.

Gomella LG, Anglard P, Sargent BR, Robertmon CN, Kasild A, Linchan WM:
Epidermal Growth Factor Receptor Gene Analysis In Renal Cell Carcinoma.
J Urcl 143:191-193, 1990.

Robaerteon CN, Linehan WM, Pass Hi, Gomella LG, Haas GP, Barman d, Merino
¥, Romenberg Si: Praparative cytoreductive Burgery In Patiaente With
Metastatic Renal Cell Carcinoma Treated With Adoptive Immunotherapy With
Interlesukin-2 Or Interleukin-2 Plua LAR Cells. J Urol 144:614-618,
19%90.

Kennedy SM, Merino MJ, Roberts JR, Linehan WM, Robertson CN, Neumann RD:
Collecting Duct Carcinoma Of The Kidney: Human Pathology 21(4):449~
456, April 1990.

Robertson CN: Biotherapy And Chemotherapy Of Renal Cell Carcinoma.
Problems In Urology 4(2):331-340, Juna 1990.

Perry RR, Keiser HJ, Norton JA, Wall RT, Robertson CN, Travis W, Pasm HI,
Walther MM, Linshan WM: Surgical Management Of Phaochromocytoma With The
Uga Of Metyrosina. Annuals Of Surgery 212(5):621-628, November 1990.

Keiser HR, Doppman JL, Robertson CN, Linehan WM, Averbuch SD: Diagnosis,
Localization, and Management of Phacochromocytoma. In: pPathology of the
Adrenal Glands. 1990, Vol. 14, Lack EE, ed., Churchil] Livingston, Inc.
Pubs.

Robertson CN, Paulgon DF: DNA In Radical Prostatectomy Specimens:
Prognostic Value Of Tumor Ploldy. ACTA Oncologlca 30(2):205-207, 1991.

Linehan WM, Walther MT, Sargent ER, Gomella UG, Robertson CN, Anglard P,
Wade TP, Weioo GH, Ewing MW, Liu S, LaRocoa RV, Myers CE: Studies Of The
Endocrine And Paracrine Rffect of Tumor Produced Factors in Human
Genitourlnary Cancers, 1In Rarr, J.,, Coffey, D., and Smith, R. (Eds)
Molecular And Cellular Biology Of Prostate Cancer, Plenum Press, New York,
75-79, 19%1,

Rokertson CN, Paulson DFy Radical Surgery Varmue Radiation Therapy In
Early Prostatic Carcinoma. AQCTA Oncologica 30(2)1239-242, 1991,

Demark-Wahnefried W, Paulson DF, Robertson CN, Anderacn EB: Body Dimension
Difforences In Men With Or Without Prostate Carcer. Journal Of The
National Cancer Inamtitute 84(17):1363-1364, Heptamber 1992.

Roberteon CN, Demark-Wahnafried W, Aldrich T: Prostate Cancer in North
Carclina. NCMJ/September 1982, Volume 53 Number 9.

Ibrahim GK, Macbonald JA, Kerna, B-J M, ibrahim SN, Humphrey PA, Robertseon
CNs Differential 1mmunoreautivit¥ of her2/neu oncoprotein in prostatic
tissues. Surglcal Oncology 1992; 1:151-1S6.
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